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ABSTRACT

Down syndrome is one of the most common causes of developmental disability in
the United States, affecting 1 in approximately 700 live births (Xanthopoulous et al.
2017). It is a neurogenetic disorder that is affecting growth, development and social
participation through a lifespan. It is caused by the presence of a full third copy of
chromosome 21 or part of it (Macak & Memisevic, 2008).

It is this intention of this doctoral project to provide an occupational therapy
program that focuses on cooking skills for adolescents with Down syndrome. Project
Khushi is to be part of Gigi’s Playhouse, an already established Down syndrome
Achievement Center. This doctoral project will explore the background of the problem,
the theoretical and evidence-based literature, a description of the proposed problem,
evaluation plans, funding plans, and dissemination plans. Additionally, samples of

recipes and program manuals are included to support future implementation.
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Chapter 1: Introduction

Down syndrome is one of the most common causes of developmental disability in
the United States, affecting 1 in approximately 700 live births (Xanthopoulous et al.,
2017). Itis a neurogenetic disorder that affects growth, development and social
participation through a lifespan. It is caused by the presence of a full third copy of
chromosome 21 or part of it (Macak & Memisevic, 2008). The presence of this additional
copy of this chromosome 21 causes a well-defined phenotype of Down syndrome,
including characteristic facial and musculoskeletal features and increases the risk for
additional health problems (Silverman, 2007). Children with Down syndrome have
deficits in language area, verbal short-term memory and executive functions (Fidler,
2005; Vicari et al., 2004). According to a study by Nehring (2010), characteristics of
Down syndrome include musculoskeletal differences including generalized hypotonia,
joint laxity, and atlantoaxial instability of the spine.

Currently, there is a Down syndrome Achievement Center by the name of Gigi’s
Playhouse to serve as a resource for people with Down syndrome and their families.
Gigi’s Playhouse has a mission to change the way the world views Down syndrome. The
vision of Gigi’s Playhouse is to see a world where individuals with Down syndrome are
accepted and embraced in their families, schools and communities. With over 35
locations serving over 77,000 individuals of all ages providing therapeutic, education,
and career training programs — all for free. Gigi’s Playhouse includes a Speech Therapy
focused program called the Amina Grace Speech and Language Program, as well as a

Physical Therapy focus program called Gigi Fit. There is a program called GigiU which



is designed to motivate adolescents ages 1822 with Down syndrome to achieve their
highest potential in the world through innovative, educational, goal-development and
small group skills instruction, health and wellness, career skills, empowerment,
community engagement and exceptional work opportunities. All of the programs offered
work to promote functional independence and teach life skills for people with Down
syndrome. However, the researcher of this paper has identified there to be a gap in
practice as there is no current cooking program with an occupational therapy basis
offered; a program to help promote functional independence in the kitchen specifically

with meal preparation.

Child born with Down syndrome

-

Functional fine motor deficits for people with Down
syndrome

Shortcomings in availability and accessibility of
cooking programs to teach basic cooking skills for
people with Down syndrome

<~

Decreased independence with meal prep and
cooking skills for people with Down syndrome

Figure 1 — Explanatory Model of the Problem.



Though Gigi’s Playhouse has provided an outlet for many people who have Down
syndrome, they do not have a program with an Occupational Therapy focus. The
researcher is proposing Project Khushi: Collaboration to Create and Implement
Occupational Therapy Cooking Program into Gigi’s Playhouse Down syndrome
Achievement Centers. This will be a cooking group for people who have Down syndrome
and are ages 18-22. This cooking group will promote observable outcome measures of
increased independence with functional fine motor skills for optimal independence in
society, to ultimately be independent with all aspects of meal preparation. Additionally,
kitchen safety and a healthy relationship with nutritious foods will be a part of this
program. Because of the negative consequences associated with obesity, prevention and
interventions in people with Down syndrome should be a major health priority (Murray
& Ryan-Krause, 2010). This author would like to propose this pilot program specifically
for the Hoffman Estates Gigi’s Playhouse home location.

Basic cooking skills and meal preparation include a variety of motor skills,
including fine motor as well as visual motor skills. A person with Down syndrome is a
person first and should have the freedom to meal prep independently; after all it is an
ADL. In a study by Mazurek and Wyka (2015), food habits for people with Down
syndrome are described as excessive or deficient nutrition intakes. This could be in the
form of inappropriate foodstuff choices, food intolerance or malabsorption. According to
Jobling & Cuskelly (2006), individuals with Down syndrome are more at risk for health-
related problems than other groups with intellectual disability. Obesity is a risk factor for

other health problems such as cardiovascular disease and diabetes, and is thus a pivotal



aspect of health in those with Down syndrome.

The individuals with Down syndrome, as well as their families are the ones who
are lacking a resource to turn to for education and support more than anything. This
problem falls into the domain of OT practice, because according to the AOTA,
Occupational therapists and occupational therapy assistants bring broad expertise to
intervene with family caregivers to facilitate caregiving and promote better health
because of their knowledge and skills in addressing the physical, psychosocial, cognitive,
sensory, and contextual elementals that affect participation and engagement in everyday
life activities. The scope of the problem will be addressed at a local level, as there are
various Gigi’s Playhouse centers around the nation.

The quality of life is not only affected for the child, but also for the caregiver. A
meta-analysis study by Hayes & Watson (2013) suggested that parenting stress is higher
in parents of children with Autism spectrum disorders or Down syndrome than in parents
of typically developing children. The physical exhaustion level in parents of children
with a disability has been related with the availability of social or professional support
networks (Jaramillo et al., 2015). In 1983, Procacini & Kiefaber suggested that parental
burnout is a condition resulting from untreated chronic exhaustion due to the persisting
demands of family needs and the cessation of non-parental activities, which deplete the
energy and motivation of the parents. There are many factors involved with caregiver
burnout. The burden of taking care of a child with a disability seems to increase with
having to give up one’s job, the lack of social interaction, and the realization that the

child’s condition will not be improving.



A study completed by Memisevic & Macak, 2008, examined fine motor skills in
children with Down syndrome compared with two other etiologically different groups of
children with intellectual disabilities, namely children with organic/ other genetic cause
and unknown cause of intellectual disability. It was found that children with an
intellectual disability, including children with Down syndrome, are at risk of having
delayed fine motor skills compared to typically developing children. According to cross-
sectional data collection in 2013, in a study by Gameren-Oosterom and others, it was
found that up to 60% of a Dutch nationwide cohort of 322 Down syndrome adolescents
ages 16—19 mastered some of the skills required for independent functioning, such as
maintaining adequate standards of personal hygiene and preparing breakfast. From the
same data collection, it was found that less than 10% had achieved basic skills such as
basic cooking and paying in a shop. This is a problem. Standard cooking skills are a

minimum requirement for functional independence.



Chapter 2: Theoretical and Evidence Base to Support the Proposed Project

Introduction

This chapter will introduce the theoretical and evidence base to support the
proposed project: Project Khushi: Collaboration to Create and Implement Occupational
Therapy Cooking Program into Gigi’s Playhouse Down syndrome Achievement Centers.
Major theories informing this doctoral project include Constructivism theory and Socio-
Ecological Model. An understanding of these theories helps to appreciate the
development of the problem that this doctoral project intends to address and to inform
appropriate intervention methods.
Theoretical Frameworks

In order to understand this Project from a theoretical perspective, it is important to
understand the two theories that were used in designing Project Khushi: Constructivism
and Socio-Ecological Model.

Constructivism

According to Brooks & Brooks (1993), the theory of constructivism draws on
developmental theories of Kelly (1991) and Piaget (1977), which suggests that learning is
an active process and that learners construct and reconstruct information to learn. In order
for people to understand new information, according to Constructivism theory, is by
associating it with what they already know (Brooks & Brooks, 1999).

Constructivism is based on the kind of interaction taking place over ill-structured
situations posed by the teacher, which induces “discovery learning” (Bruner, 1961). The

assumptions in a Constructivism learning theory is that it signifies the learner’s



involvement in knowledge constructions (Nikitina, 2010). Educators play a vital role, and

in the case of Project Khushi, the person who is running the cooking group would play a

pivotal role. Self-regulation is also an assumption which is believed to prompt learners to

assume self-directions (Child et al., 2001).

Table 1 demonstrates how Project Khushi will include each of the five guiding

principles of Constructivism.

Table 1 — Application of Constructivism Theory to project

learning around
primary concepts

Guiding Application to Project Khushi

Principle of

Constructivism

Posing problems | The participants have a diagnosis of Down syndrome. This means,

of emerging there are certain physical traits that hinder their ability to use

relevance kitchen utensils accurately compared to a typical person. They
require additional assistance and equipment for increased accuracy
with basic cooking skills.

Structuring The idea of learning in a group setting with people who have

similar traits and learning ability will allow participants to gauge
and understand ideas more easily than if they were learning with
people who did not share the same diagnosis.

Seeking and
valuing student’s
points of view

Project Khushi will take feedback into consideration from the
participants. For example, if a participant demonstrates difficulty
with a specific skill, they will continue to practice that skill before
moving on.

Adapting
curriculum to
address students’
suppositions

The idea behind Project Khushi is to use adaptive equipment and
visual schedules to increase accuracy with basic cooking skills.
Project Khushi is adapting the curriculum of learning basic cooking
skills to match the needs of the participants with Down syndrome.

Assessing
student learning
in the context of
teaching.

Participants will be using previous knowledge to learn new
concepts. For example, if they have practiced cooking skills in the
past, they will recall what they learned as they practice new skills
and build on their previous experiences.




Socio Ecological Model

The Socio-Ecological Model places emphasis on multiple levels of influence
(such as individual, interpersonal, organizational, community and public policy) and
stems from the idea that behaviors both shape and are shaped by the social environment.

Occupational therapy practitioners collaborate with clients to identify both
strengths and barriers to health, well-being, and participation (Cohn & Lew, 2015). Part
of the OT process includes selecting, creating, and using environments and contexts to
support clients in their health and wellness goal for optimal performance in daily
occupations. Occupational therapists are skilled experts with modifying and grading
environments to fit the needs of a client. Occupational therapy practitioners can
recommend environmental and contextual modifications and adaptations in areas such as
physical environment, social environment, personal context, temporal context, and virtual
context (Cohn & Lew, 2015).

The principles of the social ecological model suggest that creating an environment
conducive to change is important to making it easier to adapt to healthy behaviors. The
framework is broken down into 5 factors, including Individual, Interpersonal,
Organizational, Community, and Public Policy. Each factor focuses on a different aspect
of human behavior and the impact it has.

In a journal article by Whittemore et al., (2004), the author applied the Social-
Ecological theory to Type 2 diabetes prevention and management. It was found that
relationships with family, friends, neighbors, and colleagues also play an influential role

in the health behavior of individuals. In social context, substantial research has



documented the positive influence of social support and social networks on health status

and health behaviors (Kaplan & Toshima, 1990).

As far as organizations are concerned, it is known that many individuals spend a

substantial proportion of time in organization settings, which impact their health and

wellness as a whole. For example, the school environment has been recognized as having

an important influence on youth nutrition and physical activity, as youth spend up to 8

hours per day in school (Whittemore et al., 2004). The environment in which the

participants spend their time makes a difference with overall health.

Table 2 — Application of Socio-Ecological Theory to project

Layer of Model

Application questions to Project Khushi

Public Policy
(national, state, local laws)

ADA Laws
Accessibility laws
Nutrition labels

Community
(cultural values, norms)

How does the community around Gigi’s
Playhouse view the participants with Down
syndrome?

(knowledge, attitude, skills)

Organizational What other programs at Gigi’s playhouse are
(environmental, ethos) doping to promote functional independence?
Interpersonal -

K')
(interpersonal) How do the participants work together?
Individual Individual skills including basic cooking skills,

safety awareness, and following directions.

Conclusion:

The Constructivism theory and the Socio-Ecological Theory both are foundational

aspects of the design and content behind Project Khushi. Understanding how participants

learn new information, as well as the idea that the surrounding layers shape behavior are

monumental in the success of Project Khushi.
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Chapter 3: Description of Proposed Program

Introduction

Project Khushi is designed to be a group within an already established Down
syndrome achievement center. Other programs focused on physical health and fitness as
well as speech and language pathology can be observed at Gigi’s Playhouse locations
throughout the country. There currently is no place for an instructional cooking group
that caters to the needs of those individuals with Down syndrome.
Features

This group is designed to be similar to that of a high school home economics
course. There will be 10 participants in the group at a time. Participants will be between
the ages of 18-22 years old. Project Khushi will run 2-hour sessions for 12 weeks at a
time with the same 10 participants enrolled in the program to accurately measure
progress. The participants will be partnered up and be working at the same station. See
Appendix B for Domain Model explaining Project Khushi. Figure 3 explains the
components of Project Khushi.

The three domains that make up the Project Khushi interventions are Cooking
Skills, Following Directions, and Safety Awareness. For a typical person who is learning
how to cook, it may look simpler than how it looks for a person with Down syndrome.
Adaptive equipment will be needed. Adaptive equipment is taking the basic utensils and
modifying them so that a person with disabilities can use them. The second domain is
following directions. This includes using visual recipes with pictures to help participants

understand a clear image of the task at hand, as well as to help with sequencings of steps.
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The steps are labeled in big numbers and will be placed at eye level in front of them
while they are cooking. Lastly, the concept of safety awareness is one that is very
important. There will be a lot of visual reminders to remind participants to be safe when
working with the oven or stove.
Personal

Gigi’s Playhouse is a non-profit organization. Volunteers run the groups for
participants, and they go through a two-week training to learn how to run the group.
There will not be any hired personal involved with Project Khushi as far as running the
group goes.
Adaptations

Project Khushi will utilize various adaptive equipment for increased accuracy
with using utensils to increase basic cooking skills and increase independence with
cooking. Suggested adaptive equipment includes: a rocker knife, easy twist jar opener,
and Dycem® non-slip cooking boards. These pieces of equipment will compensate for
the decreased fine motor strength and coordination that may be evident in a person that
has Down syndrome.
Proposed Recipe Schedule

The group will run for 12 weeks, and the recipes will be graded up each week. In
the early weeks, the group will focus on mastering basic skills required to follow a recipe
such as safety awareness and sequencing of steps. As the weeks progress, the recipes will
become more complex, including more materials, tools, and steps. Hot equipment will

also be utilized in the later weeks of the group. As the participants’ skills progress, they
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will be able to complete more complex tasks in the recipes with more steps.

Table 3 — Proposed Recipe Schedule

Week Number Recipe Name Number of Steps
1 Introduction N/A
2 Nutella Sandwich 3
3 Smoothie 3
4 Stovetop popcorn 4
5 Cinnamon Toast 4
6 Caesar Salad 4
7 Omelet 5
8 Homemade Nachos 6
9 Brownies 7
10 Lasagna 7
11 Pizza in a mug 11
12 Celebration Frost Cupcakes N/A

Desired Outcomes

See Appendix C for the pre and post checklist that each participant will perform
in order to assess their basic cooking skills. Outcomes of this program include increased
basic cooking skills, safety awareness, and following directions for optimal performance

in meal preparation task.
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Potential Barriers

This program was designed for a non-profit organization, however, there are
potential barriers affiliated. First, since this program is a non-profit, issues with funding
could arise. The program is instructed to be run by volunteers, however, there could be
staffing issues. For example, if college students volunteer, they might not be able to when
school resumes in the fall or after winter break.
Conclusion

The program is designed to be sequential and logical. Participants should feel they
are able to learn new skills, and at the same time, build off the skills they have already
learned. Project Khushi is designed to be a safe space for participants to learn basic
cooking skills so that they do not have to depend on a parent or a caregiver to prepare

their meals.
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Chapter 4: Evaluation Plan
Program Scenario and Stakeholders

The program the author is proposing is the creation of a cooking group for Gigi’s
Playhouse, a National for Down Syndrome Achievement Center. Gigi’s Playhouse
currently provides purposeful and educational hands-on groups for people with Down
syndrome, who might have limitations in areas ranging from gross and fine motor to
speech and language. There is also a physical therapy-type group called GigiFit. This
proposed cooking program will be called Project Khushi, and it will be an educational
offering in which participants will have a hands-on experience of learning basic cooking
skills and following a recipe. Specifically, the author is creating the program for GigiU
students, who are a part of a comprehensive and progressive 8-week instructional
program tailored specifically for adults with Down syndrome.

This cooking group would be an important addition to Gig’s Playhouse for a
variety of reasons. According to Chen and Ringenback (2018), high prevalence of obesity
and features of obstructive sleep apnea (OSA) are major health issues in individuals with
Down syndrome (DS), and both may also adversely affect their daily activities. Obesity is
a serious problem in this population that leads to other health problems such as
cardiovascular disease, diabetes, which can result in a shorter life span. According to
Jobling and Ciskelly (2006), these health problems may have a negative effect on the
quality of life for individuals with Down syndrome. The author’s proposed cooking
group will not only aim to address these issues by teaching adults with down syndrome

basic skills for cooking and following a recipe, but also by educating them on healthy
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choices and nutritious foods, therefore helping to promote a healthy lifestyle to overcome
weight gain.

Gigi’s cooking will be initially offered to the Down syndrome population between
the ages of 1822 in the Chicagoland area. As Gigi’s Playhouse is a non-profit,
volunteer-run center, the cooking group will be carried out by one or more Gigi’s
Playhouse volunteers who have completed a 2-hour orientation in leading a group. The
parents of these participants will also be benefited by this program, since they would also
be learning various methods to facilitate cooking skills in their children. Figure 2
introduces Betsy, who might be a typical participant that would receive value from Gigi’s

Cooking.

Betsy, a young person with a disability due to Down syndrome, wants to learn
important life skills and vocational skills so that she can function as independently as
possible in society. She is wondering if she might be able to live alone someday, and
knows that independent meal preparation will serve as a useful and important skill she
will need, because eating out can add up quickly. Gigi’s Cooking would help Betsy
learn the basic skills of cooking, which would increase her functional independence
with meal preparation. The results of this research would help Betsy and others like her

increase functional independence.

Figure 2 — A case scenario demonstrating the justification for the proposed program.

The proposed program will be delivered as a hands-on learning experience for the

participants. It will be held live, in person, one time per week. The group will meet once
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per week for 12 weeks. The duration of each session will be two hours to allow for set-up
and clean-up, as well as the time required to cook. Each participant will take part in a live
demonstration of the cooking tasks and the meal preparation. The content delivery will be
carried out by the Gigi’s Playhouse volunteer who is leading the group.

In addition to the volunteers, stakeholders include the parents of participants, the
executive board of the organization, local doctors’ offices (for referral purposes), and
finally the participants themselves. All of these individuals will in some way be directly
impacted by this new cooking group that is being created. Their input is vital for the
group to be successful. Other stakeholders the author would want to recruit are local
grocery stores, since they could benefit from positive publicity they would receive when
they offer groceries for no charge.

Vision for the Program Evaluation Research

One aspect of the author’s vision for completion of the Gigi’s Cooking program
initial launch, evaluation research, and dissemination of findings is that more young
people with Down syndrome will develop an interest in the task of cooking, and in the
process, improve their functional fine motor skills. Moreover, it is anticipated that
participants will, over time, gain an understanding of kitchen safety, cooking vocabulary,
and the ability to identify and use cooking tools. Some will acquire the skills for reading
and following a recipe, as well as for planning and preparing for a cooking project. Each
skill that is mastered will serve as an important step toward independently cooking a

meal.
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Engagement of Stakeholders

The primary methods of communication that the author will use to engage
stakeholders will be both-in person and virtual. The author will invite members of the
executive board, as well as parents of the participants, to the cooking group once a month
to see progress and witness how the participants are responding to the program. Virtual
seminars will be offered to share information on the progress of the cooking group and
how the program as a whole is doing.

The author will tailor communication to the needs of different stakeholders, as
each may regard different aspects of the cooking group as the most important. For
example, the executive board members may be concerned with the publicity of this group
and whether the community is responding to benefit Gigi’s Playhouse funding as a
whole, since the organization is completely run by donations and volunteers. In this case,
the author would approach the executive board member with information on the number
of participants in each group, quoted statements by parents of what they liked or didn’t
like, and attendance by any community members.

In contrast, the parents of a participant in the program may judge the effectiveness
of the group for teaching their adult child with Down syndrome the basic skills of
cooking and learning to follow instructions. They would be concerned if this group is
helping their child gain independence with cooking skills so that he could have the
functional independent skills necessary to prepare his own meal. The author would
engage the parents by providing specific information on their child’s progress with

mastering cooking tasks.
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Simplified Logic Model for Use with Stakeholders

The author has prepared a logic model specifically for use with stakeholders,

depicted in Figure 3. The flowchart shows intervention resources and activities, as well as

anticipated outputs and outcomes. It should be noted that this model is meant to be a

reference framework, and the actual outputs and outcomes may vary based on context,

participants, and other external factors.

Project Khushi: Collaboration to Create and Implement Occupational Therapy Cooking Program Into Gigi’s
Playhouse Down Syndrome Achievement Centers

Activities, Outputs

Interventions and Activities

* Using a recipe visual book
with pecs to help
participants follow a recipe

* The guide for the program
will be user friendly in
which any program
volunteer will be able to
run the group (specific to
OT skills)

* Small group sizes

* One hour each.

—>

|

Inputs Problem, Theories
Program Nature of the Problem
Clients + Gigi's Playhouse
- OT creating has many different
program for programs focusing
already on different aspects
established for kids with Down
down syndrome. Lack of
syndrome structured OT
center focusing group
on cooking. » No current program

provides skills for

;rogram cooking

esources
- Kitchen 1
located at the .
center or Program Theories
nearby » Constructivism
- Adaptive Theory
equipment » Socio-Ecological
- Recipe book Theory
(visuals and
large print)

t

Program Outputs

- Participants successfully
able to follow recipe
Learning basic cooking
skills
Increased kitchen safety
Increased fine motor skills

Outcomes

Short-Term
Outcomes

Participants will

demonstrate:

* Increased
attention to
follow a
recipe

* Increased
fine motor
skills to use
adaptive
equipment
appropriately

Intermediate

Outcomes

At 1 month post

* Increased
participation

1

Long-Term

Outcomes

* Increased
independence
with the IADL
of cooking

* Increased fine
motor
coordination
to use
cooking
utensils
appropriately

External/Environmental Factors: (facility issues, economics, public health, politics, community resources, or laws and

regulations): 1) non profit organization means funding issues could arise. 2) volunteers/ staffing issues

Figure 3 — Simplified logic model for the proposed cooking program evaluation research

showing expected program inputs and outputs, plus short term, intermediate and long-

term outcomes. Short-term outcomes will be measured during initial program launch.
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Preliminary Exploration and Confirmatory Process

The author proposes a participatory approach that will make use of collaboration
by all the various stakeholders via an open house meeting held at the Gigi’s Playhouse
Headquarters in Hoffman Estates, Illinois. Attendees will see and hear a slide
presentation of the cooking group mission and vision, a video tour of the kitchen space,
and pictures of recipes that have been or will be prepared. By means of this multimedia
talk, the aim and focus of Gigi’s Cooking group will be clear and the anticipated
outcomes outlined in a way that is easy to understand and inspirational.

In particular, the input of the executive board members who are vital to the
support of this program will be welcomed. All programs at Gigi’s Playhouse are
important for the growth and development of children and youth with Down syndrome,
and the author also understands the concerns connected with starting a new program,
particularly in the areas of revenue and funding. Stakeholders will be invited to ask
questions, and the author’s responses will be respectful and provided in a manner that
will build rapport. During the meeting, the author will explain the methodology of the
cooking group and will ask for suggestions regarding the practical details of the program
launch and collection of the program evaluation research data. Any ideas that are offered
will be taken into consideration when designing the program launch.

The author has a special interest in collaboration with managers or owners of the
local grocery stores, and would like their input regarding foods. For example, they will
have in-depth knowledge of access to fruits and vegetables based on the harvest seasons.

That is information the author will take into consideration when choosing recipes.
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Program Evaluation Research Questions by Stakeholder Group

Table 4 provides quantitative and qualitative research questions that each

stakeholder group will want to be answered by the program evaluation study that

accompanies launch of the OTD project. Note that statistical significance is not

mentioned in the wording of quantitative questions in this table, though with a rigorous

study that includes a sufficiently high N, demonstration of significant changes or

significant differences can and should be mentioned.

Table 4 — Types of research questions that might be asked by users of the program
evaluation data that could be answered by the study accompanying launch of the
author’s proposed project.

Stakeholder or

Group

Stakeholder Types of Program Evaluation Research Questions

Volunteers Qualitative:

Was the information about cooking relevant to the population of
Down syndrome?

What were the volunteers’ experiences with the cooking program.
What about the program made it more difficult for participants to
learn how to cook?

What about the program made it easier for participants to learn
how to cook?

How did the program provide avenues for meeting the challenges
participants faced with regard to mastery of cooking?

What aspects of the program were most appreciated?

What recommendations for program changes were offered?

Was there anything about volunteers’ experiences with the
program that were difficult to relate to?

Was teaching delivered at an optimal pace and intensity for
learning?

Was the instruction easy for the participants to follow?

Is there anything that should be changed to improve program
content or delivery?

What other key issues or problems faced by participants were not
addressed in the program?
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Quantitative:

* Did participants gain needed knowledge consistent with program
goals?

* Did participants gain needed skills consistent with program goals?

* Did participants gain perceived confidence in their ability to follow
a recipe?

* Did participants gain perceived competence with regard to basic
cooking skills?

* Did recipients of the intervention improve in terms of desired
performance consistent with program goals?

* Did undesirable behaviors or other characteristics in recipients of
the intervention decrease consistent with program goals?

Facility,
educational
institution or
organization
administration
or management

Qualitative:
* Does the content of the program match the mission and vision of
Gigi’s Playhouse?
* Can a volunteer of this organization run this cooking group without
any issues?
* Were program participants sufficiently prepared to apply the
learning content in their clinical practice?
Quantitative:
* Has the program reported an increase in participation of Gigi’s
Playhouse as a whole?
* Will this cooking group be adding revenue to the organization?
* Can the research data be used to demonstrate improved quality of
care provided to recipients of the intervention?
* Has the program positively impacted volunteer stability (less
turnover)?

Funding
agencies,
advocacy
organizations,
including
AOTA,
policymakers.

Qualitative:

* Will the parents of the participants want this group to continue to
grow?

* Are the long-term goals of the project realistic and achievable?

* Will the project increase Down syndrome and independent living
skills awareness at a local level?

* Will the project increase Down syndrome and independent living
skills awareness at a national level?

Quantitative:

* Can the research data be used to demonstrate desired change in
recipients of interventions in other areas of Gigi’s Playhouse as the
result of the project?

 Will the research data demonstrate the importance of the role of OT
for providing services relevant to the project?
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Research Design

The author plans to conduct program evaluation research using both formative or
process and summative or outcomes designs. The formative qualitative methodology will
tap into the experiences of participants, volunteers, and possibly parents or caregivers,
with the program. Parents will answer questions designed to capture their understanding
and perspectives on their child’s achievements as the result of participation in the
cooking group. Participants and volunteers who deliver the program will be asked to
comment on their experiences. For qualitative inquiry, the author will use open-ended
questions in a survey format for volunteers and semi-structured interviews with
participants and their parents.

For the quantitative summative methodology, the research design will be a quasi-
experimental, single group, pretest and posttest. Volunteers running the groups will
complete an observational task checklist for each participant by listing level of prompt
required to complete a skill. Checklists will be scored by adding the total of independent
responses. This approach to trained observer rating will allow the author to track progress
with skill development and to note level of participation in the group. The checklists from
the first cooking group will be compared to the last cooking group to look for positive

change

Methods
There will be an anticipated 10 participants in this cooking group, which will vary

based on the schedule of the participants. Prospective participants who are familiar with
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Gigi’s Playhouse, as they attend GigiU will be recruited via flyers and posters around
their GigiU classroom. Their classroom teacher at GigiU will also make announcements
about Gigi’s Cooking to recruit participation. One consideration is that students in the
GigiU class may decide not to stay for Gigi’s Cooking class. Confidentiality will be
ensured by using ID numbers comprised of letters and numbers for all individuals from
whom qualitative data will be collected. Information that connects each person with his
or her code will be kept in a safe place.

Formative or process research data gathering. The author plans to use surveys
for the parents to communicate their understanding of their perspectives on the child’s
current skill level from before to after the group participation. Surveys open ended
questions will be completed online anonymously and will leave room for parents to
communicate feedback on anything else they feel is important. The questions would be
open-ended both pre- and post-program. The open-ended questions at the end of the
program would allow parents to comment on student gains as a result of the program,
which could be surprising. Surveys would also be administered to volunteers as well.
This would provide input from the perspective of the group leader. The general content
of this survey would be to assess fine motor skills, specifically functional fine motor
skills that would be required for cooking a meal. Fine motor skills reflect a key dependent
variable for an outcome that is best addressed by means of standardized testing.] Key
themes that would be covered would be basic cooking skills, following directions,
kitchen safety, identifying visuals (directions), basic math skills (measurements), set-up

and clean up, attention to task, time management. The parents/caregivers would be asked
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to describe behaviors happening in the home related to these key concepts, specifically
before the program takes place. This would allow the author to see progress after the
program is completed.

The author’s survey questions would be open ended for this would allow the
parents to expand on the adolescent’s functional skills. The author will use open-ended
questions in a survey format. The formative design for program evaluation research will
be from semi-structured interviews in which parents will answer open ended questions in
relation to cooking skills.

Formative or process data management and analysis. The method the author
will use to transcribe verbal responses is via a spreadsheet on Excel. The author will
cluster common responses and will tally responses on there. Excel also has a way to
create drop down menus for common answers. Confirmation of trustworthiness will be
via member checking. This will allow the author to keep track of themes that are
identified.

Summative or outcome research variables and measurement. For this quasi-
experimental single group pre-and post-design, would be a good fit at this stage of
program development, the author will administer measurements pre- to post-program to
determine the degree to which there were changes in dependent variables, which include
the ability to follow directions and complete basic cooking tasks. The author wants to
determine the magnitude of improvement in ability to independently follow a visual
recipe and prepare a snack or meal. The author plans to compile a list of sequential steps

that can be checked off or rated. The author is also interested in attendance; though this is
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an aspect of program output record-keeping it might reflect level of participant interest or
motivation. To assess ability to use learned cooking skills in the home, the author will
prepare a scorable survey or check-sheet for parents to complete. There would also be a
parent check-sheet to score performances of cooking tasks at home. Parents could use the
volunteer check-sheet for comparison. The author will be using rating by a trained
observer, the volunteer running the group, who will use the observational checklist to
track all the data collected during the group.

Summative or outcome data management and analysis. The statistics would be
categorized by the scores by the Likert Scale. This scale would allow parents/caregivers
to give their input by selecting a number on the scale which ranges from 1-6 starting at
completely Disagree (1) to Completely Agree (6). The numbers would be compared by
the pretest and the post test. These numbers would be analyzed via comparison, and the
results would determine any changes that need to be made to this cooking group. A
primary outcome for this group is increased functional independence with the basic task
of cooking.

Disseminating the Findings of Program Evaluation Research

The author would want the families of children with Down syndrome to read
about the author’s study to understand that this group is aimed to increase functional
independence with cooking for young people with Down syndrome. The author would
also want the executive board of Gigi’s Playhouse to learn and understand the mission of
Project Khushi and know it is making a difference for the better.

The author would want the people to take away the methods that have worked as
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far as teaching basic cooking skills and following visual directions are concerned. The
author hopes it would help families use these methods at home, specifically that of task
analysis. The message format this author would use would be a video demo including a
tutorial of the Gigi’s playhouse kitchen and a live presentation of the recopies that will be
used. A quick, 3-minute overview of the program will be plenty to inform and educate

the audience.
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Chapter 5: Funding Plan
Introduction
This chapter will describe the costs associated with implementation of the
program, Project Khushi as well as relevant sources that could be considered for funding.
The proposed program is a cooking group in an already established non-profit
organization. The aim of Project Khushi is to increase functional fine motor skills,
increase independence with basic cooking and meal preparation skills, and increase
caregiver education for decreased burnout. As Project Khushi will be an added program
to Gigi’s Playhouse, an already existing non-profit organization, the primary funding
sources will come from donors, grants and fundraisers.
Associated Costs of the Program
Project Khushi comes with various associated costs to run the program
successfully. The main costs include the venue (kitchen space), equipment, materials and
supplies (ingredients), personnel, and travel (for some playhouses who do not have a
kitchen on site). Though there is a kitchen in the Gigi’s Playhouse facility in Hoffman
Estates, there is also kitchen space available to use at Our Saviour's United Methodist
Church located at 701 E. Schaumburg Road, Schaumburg IL 60195. In Canada, two
researchers by the names of Heather Thomas and Jennifer Irwin planned and
implemented an 18-month community-based cooking program for at-risk youth to
improve the development and progression of cooking skills and food literacy. The
cooking sessions took place at a centrally located faith-based organization with excellent

kitchen facilities which were approved by the local health unit. The Minister of the faith-
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based organization was amenable to having the program utilize these facilities and an

excellent partnership was developed as a result (Thomas & Irwin, 2011). Table 5 breaks

down the associated costs of the program in a two-year budget.

Table 5 — Two Year Budget

* Rocker Knife
* Dycem non-slip
jar openers

* angled
measuring cup
* non-slip

cooking boards

Expense Description Year 1 Year 2 Optional
Expenses
Kitchen Space |The Gigi’s No Cost No Cost If there is no
(venue) Playhouse in kitchen, a kitchen
Hoffman Estates, space may be
IL already has a available to use for
kitchen inside the a cost ranging
facility. Project from $12—18 per
Khushi would hold hour Dream
their weekly Kitchen Elgin
meetings there. If a located at 1544
Gigi’s Playhouse Fleetwood Dr,
does not have a Elgin, IL 60123,
kitchen to use, USA
there are local https://shareddrea
churches that can mkitchen.com/
offer their kitchen
space for Note: the cooking
participants to use group will be 2
under supervision. hours long per
There may be a session.
charge for the use
of the kitchen. Estimated cost:
$288— $432
Equipment Kitchen equipment | Estimated Will re-use [ Additional
already there, but [ Cost $500— | equipment supplies to be
Project Khushi will |$1000 ordered for special
be using adapted Estimated cases.
cooking utensils: cost: $0

Estimated cost:
$100
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Supplies Office supplies Additional Additional
already at Gigi’s Toner/Ink Toner/Ink
Playhouse site

e printer Estimated Estimated
® paper cost: Cost
e ink
e paper clips $200.00 $200.00
® pens
e pencils
Materials Ingredients for Estimated Estimated Additional
group recipes cost cost ingredients for

$100.00 per |$100.00 per |miscellaneous
group session | group session | recipes such as
x 12 weeks x 12 weeks  [birthday

celebration for

=$2,400 = $2,400 participants
$100
Personnel Volunteers will be | $0 $0 miscellaneous t-
running the group. shirts for
The salary for the volunteers
directors of the
location will not be Estimated cost
coming from $100-200
Project Khushi’s
budget, as that is
handled at the
national level.
Dissemination $629.98 $50
Budget
Estimated
Total Yearly $3,100-$4,100 $2,600— $3,400
Cost

Potential Sources of Funding
Since Gigi’s Playhouse is a non-profit organization, potential sources of funding
will come from local sources, partnerships, grants and crowdsourcing. Potential sources

of funding are in Table 6.
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Table 6 — Potential Sources of Funding

Title Description Reasoning Potential Funding
Local Sources
Whole Foods Once a quarter, Whole Collaboration is at |$1,000 — $1,500
Foods contributes to the heart of the
community based non- Whole Foods
profit organizations that [ business and they
align with their mission | are always looking
and vision. for ways to give
back to
organizations that
align with their
mission and vision.
Portillo’s Portillos allows non-profit | Portillo’s believes | Varies based on

organizations to hold
fundraisers and receive
20% of the sales during
S5pm—8pm on a selected
day when customers show
a physical or digital flyer
or mention the name of
the organization.

in giving back to
organizations and
people who support
the local
communities.

number of people
eating at the
specific location
during the hours of
Spm — 8pm.

Portillo’s Sales
during Spm—8pm:
$1,800-$2,000

Estimated funds:
$3,600-%$4,000

Partnerships
Sponsorship from | Sponsorships from local | Many local Estimated
local businesses | businesses would allow | businesses receive |$1,500 per
e [ocal them to place their increased business x 3— 5
Chiropractor | marketing materials at advertising space  [businesses
e [ ocal Project Khushi’s cooking |and audience in =$4,500 — $7,500
Personal group sessions. return.
Trainers/
Gyms
e [ocal
Dentists
Grant Funding
Coleman The Coleman Foundation | Established rapport |$100,000
Foundation supports organizations with Gigi’s
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that work in three areas of
focus: entrepreneurship,
cancer care and health

Playhouse:
National Center for
Down syndrome

rehabilitation services, Achievement
developmental disability

service organizations in

the Chicago metropolitan

area. Coleman Foundation

has built previous

relationships with Gigi’s

Playhouse in the past.

Dr. Gary Dedication to establishing | Gary embodied the [$5,000

Kielhofner a research agenda to best qualities of our

Doctoral impact the advancement | profession;

Research of science for the field of |intellectual

Scholarship occupational therapy curiosity,
through investigation or | volunteerism and a
development Models/ purpose-driven life.
approaches addressing Gary was generous,
social Justice, human always available to
volition, or methods to help others,
bridge the gaps between [ continually looking
research and practice or | for ways to
extensions of theoretical |strengthen the
foundations of profession and help
occupational therapy, people with new
including client-centered, |opportunities to
occupation-based succeed.
innovations.

Bank of America |Bank of America provides | Bank of America | Grants in smaller
sponsorships and grant shares interests in | markets range
funding to community sustainable healthy |from $2,500—
programs, particularly communities. 25,000
innovative and long-term
solutions.

Crowdsourcing

Donations Gigi’s Playhouse website |If caregivers and | Varies

has a link for donations. | participants find the | Estimated
e Individual program valuable, [$500,000 —

Giving

they may choose to
donate.

$1,000,000 per
annual reports
2015 -2018
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Conclusion

Estimated yearly costs for the first two years of project Khushi is $5,700 —
$7,500. There is variability in expected costs due to whether Project Khushi is
implemented in a Gigi’s Playhouse location that already has a kitchen. IT also depends
on how much adaptive equipment is required for the participants. This author anticipates
that the yearly cost will also vary based on the degree to which funds collected from

fundraisers held at local partnerships can offset the costs.
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Chapter 6: Dissemination Plan

Introduction

Currently, there is a Down syndrome Achievement Center, Gigi’s Playhouse
which serves as a resource for people with Down syndrome and their families. Gigi’s
Playhouse has a mission to change the way the world views Down syndrome. There is a
gap in practice because there is no current cooking program with an occupational therapy
basis offered; a program to help promote functional independence in the kitchen
specifically with meal preparation. The dissemination plan will be implemented after the
initial year of the program’s implementation and assumes that the program has
demonstrated effectiveness. This chapter will describe the goals, intended audiences, key
messages, spokespersons, mechanism of dissemination activities, budget, and evaluations
methods.
Goals

The goals for the dissemination of the program are:

Short-term goals:

o At least five Gigi’s Playhouse locations will implement Project Khushi
into their adapted programs.

e Present data on program effectiveness to stakeholders and other funding
sources to increase potential for funding opportunities

e (ollaboration with local Down syndrome support groups in the area to

maximize participation for Project Khushi.
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Long-term goal:

e Township High School District 211 will adapt Project Khushi to be a part
of their Special Education program.
The success of the efforts for dissemination will be measured by:
1. Post-presentation surveys demonstrating interest in program implementation
2. Program implementation in other playhouse locations with positive program
outcomes.
Intended Audiences
The primary audience for this dissemination plan will be the managing directors
and program directors of other Gigi’s Playhouse locations. They will be able to see
Project Khushi implemented at the Gigi’s Playhouse in Hoffman Estates, IL and the
success of the program through participation and increased motor skills, as well as
budgets and evaluations.
The secondary audience for this dissemination plan is the Superintendent, Dr.
Daniel E. Cates, and the Director of Special Education Services, Ms. Renée J. Erickson,
of the Township High School District 211. Project Khushi has potential to be
implemented in a public-school setting under the Special Education department. In a
study by Jobling & Cuskelly (2006), a preliminary investigation of health knowledge and
associated behaviors suggested even though most participants had been or were involved
in school health programs and cooking classes, it may be that the teaching and learning
approaches used in these classes were not sufficiently modified to cater for them, as their

health knowledge was poor. Formal education in health-related matters is commonplace
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in regular schools, but there appear to be few materials that are appropriate for use with
students with an intellectual disability (Jobling, 2001).

According to Drummond (2011), the success of nutrition and cooking classes in
schools can challenge the traditional model of intergenerational health so that students,
rather than their parents, can be the agents of change for their family.

Key Messages for Primary Audience

The mission of Project Khushi is to facilitate a cooking experience for people
with Down syndrome in which they learn basic cooking skills and create teaching
environments in which participants develop a new relationship with nutritious foods,
increase kitchen safety, increase caregiver education to promote a healthy and
independent way of living. The vision of Project Khushi is to see a world where
individuals with Down syndrome are independent with basic cooking skills and meal
preparation, and embraced in their families and in the community.

This additional program will be part of an already established National Down
syndrome Achievement Center. A key message for the administration and leadership
board of Gigi’s Playhouse is that Project Khushi will provide an adapted teaching
environment in which people with Down syndrome can not only learn basic cooking
skills while in the group, but also apply them on their own, independently. Project
Khushi will provide:

e Visual recipes: large, printed visual recipes with easy-to-follow directions for
each group recipe done together. This will allow for increased attention to task

and decreased room for error that may arise from excessive words per page. The
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outcomes from the program are that participants will have adequate cooking skills
to be able to prepare basic foods independently and follow a basic recipe. At the
end of the program, each participant will be provided with a cookbook with a
complete list of recipes the participants made as part of Project Khushi.

Adapted equipment: Adapted equipment including a Rocker Knife, Dysem non-
slip jar openers, angled measuring cup, and non-slip cooking boards will be
available for the participants to use for easier handling of utensils during cooking.
Small group sizes: With no more than 10 participants at a time, Project Khushi
will create a teaching environment to promote learning for people with Down

syndrome without overstimulation of excess crowds.

Key Messages for Secondary Audience

The secondary audience includes the Superintendent and the Director of Special

Education Services for the Township High School District 211 is the largest school

district in the state of Illinois. Project Khushi can enhance the current special education

curriculum specifically for cooking and meal preparation in the following ways:

“Just Right” Approach: Project Khushi is designed to increase recipe
complexity each week by allowing the participants to become used to the visual
recipes and the cooking materials/ingredients. According to its mission statement,
Township High School District 211 serves the educational needs of the
community inspiring all students to successfully contribute to the world, Project
Khushi would be an asset to the program, because it promotes functional

independence in a way that serves the needs of people with Down syndrome.
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Spokespersons

For the primary audience, this author will reach out to Nancy Giani, the founder
and CEO of Gigi’s Playhouse. Gigi’s Playhouse began because Nancy Gianni wanted to
create a space for people with Down syndrome to be embraced and accepted. Project
Khushi is a pilot program for Gigi’s Playhouse Headquarter location in Hoffman Estates.
Nancy Gianni would not only be able to speak on the impact this program has made, but
also how this program has potential for other locations too.

For the secondary audience, this author will reach out to Ms. Allie Reninger, who
is on the Board of Directors Committee for the Schaumburg, IL region for Ups For
Downs: United Support for Parents. Ups for Downs was started in the Chicago area over
35 years ago. The non-profit organization is run and organized entirely by volunteers —
mostly parents and family members. They not only reach the metropolitan Chicago area
by providing training to the paraprofessional aides in the school, educate staff on Down
syndrome and what deficits that diagnosis can bring, community opportunities, but they
also seek to create worlds and communities that are diverse, welcoming and inclusive.
Dissemination Activities

Mechanisms for dissemination will include a variety of activities for both the
primary and secondary audiences. The primary method of communication will be in-
person via presentations and seminars, as well as written communication via brochures
and program manuals. This author will also seek in-person contact with Gigi’s Playhouse
program directors outside the Chicagoland area to promote Project Khushi. Table 7

breaks down the dissemination activities into audiences, activity, level of priority, cost,
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and who will be responsible.

Table 7 — Dissemination Activities

Audience

Activities

Level of
Priority

Who is responsible?

Primary Audience
o Gigi’s
Playhouse
Program
Directors

Written Materials presented at
initial conference held for
Gigi’s Playhouse Program
Directors
e Brochure (see Appendix
A)
e Program Manual (See
Appendix B)

First

e [ead Volunteer

running Project
Khushi

Program Director
of Gigi’s
Playhouse
Hoffman Estates
(Headquarter
Location)

Secondary Audience

e Superintendent
of Township
District 211 Dr.

Set up meeting in-person with
superintendent and Director
of Special Education of
Township District 211 to

Second

Lead Volunteer
running Project
Khushi

Program Director

Daniel E. Cates |present written and virtual of Gigi’s

e Director of information Playhouse
Special e Brochure (see Appendix Hoffman Estates
Education at A) (Headguarter
Township e Program Manual (See Location)
District 211, Appendix B)
Ms. Renée J. e PowerPoint Presentation
Erickson (See appendix C)

Budget

The budget for the first two years is broken down into Table 8 — Budget for

Dissemination Activities.
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Table 8 — Budget for Dissemination Activities

Target Population

Year 1 of Dissemination

Year 2 of Dissemination

Stakeholders

Written Information &
Media

Printed Brochures: $229.99
Program Manuals $320.00
Business Cards $14.99
Flyers: $65

PowerPoint: $0

Plan to distribute 250.

(Qty 500) Estimated Cost:
$629.98 (Staples, 2020)

250 leftover from Year 1.
Estimated Cost: $50

Person-to-Person

Hosting Primary and Secondary
Audience at the Conference
Room at Gigi’s Playhouse
Headquarters (use lobby space
for max occupancy of 500).

Estimated Cost: $0

Conference Room at Gigi’s
Playhouse Headquarters
(use lobby space for max
occupancy of 500).

Estimated Cost: $0

Grant Funding

Potential Re-Application for
Grant Funding.

Estimated Cost: $0

Potential Re-Application for
Grant Funding.

Estimated Cost: $0

Zoom Meetings

Zoom Meetings with Program
Directors of other Gigi’s
Playhouse Locations 1x every
quarter

Estimated Cost: $0 (Free
subscription with 40-minute
limit)

Zoom Meetings with
Program Directors of other
Gigi’s Playhouse Locations
Ix every quarter

Estimated Cost: $0 (Free
subscription with 40-minute
limit)

Estimated Total Cost

$629.98

$50
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Evaluation

To evaluate the dissemination plan efforts, a questionnaire would be distributed at
the end of the presentation for both the primary audience and the secondary audience.
The question would target the audiences’ interest in pursuing Project Khushi either into
their home location of Gigi’s Playhouse or the Township District 211 in the case of the
secondary audience. Based on the results, this author will be able to see what percentage
of audience members will be interested in implementing Project Khushi in other Gigi’s
Playhouse locations or as part of the Special Education Department at Township District
211.
Conclusion

The mission of Project Khushi is to facilitate a cooking experience for people
with Down syndrome in which they learn basic cooking skills and create teaching
environments in which participants develop a new relationship with nutritious foods,
increase kitchen safety, increase caregiver education to promote a healthy and
independent way of living. The vision of Project Khushi is to see a world where
individuals with Down syndrome are independent with basic cooking skills and meal
preparation, and embraced in their families and in the community. Project Khushi will
not only benefit the participants to learn basic cooking skills and following directions, but
it will also help caregivers understand how the participants learn best. An executive

summary is included in Appendix D as an additional dissemination tool.
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Chapter 7: Conclusion

The mission of Project Khushi is to facilitate a cooking experience for people
with Down syndrome in which they learn basic cooking skills and create teaching
environments in which participants develop a new relationship with nutritious foods,
increase kitchen safety, increase caregiver education to promote a healthy and
independent way of living. The vision of Project Khushi is to see a world where
individuals with Down syndrome are independent with basic cooking skills and meal
preparation, and embraced in their families and in the community. Project Khushi will
not only benefit the participants to learn basic cooking skills and following directions, but
it will also help caregivers understand how the participants learn best. An executive
summary is included in Appendix D as an additional dissemination tool.

In conclusion, Project Khushi provides a safe space for participants with Down
syndrome to learn basic cooking skills to increase functional independence, for optimal

performance in the community. It is a place where they can feel empowered and have a sense of

self-satisfaction knowing that they do not have to depend on anyone to prepare their own meals.



Appendix A: Logic Model

Project Khushi: Collaboration to Create and Implement Occupational Therapy
Cooking Program into Gigi’s Playhouse Down syndrome Achievement Centers

Activities, Outputs

Inputs Problem, Theories
Program Nature of the
Clients Problem
- OT creating * Gigi’s Playhouse
program for has many
already different
established programs
down focusing on
syndrome different aspects
center for kids with
focusing on Down syndrome.
cooking. Lack of

structured OT

group

» No current

Program program
Resources provides skills for
- Kitchen cooking
located at the
center or l
[],eﬁzr:gtive Program Theories
equipment + Constructivism
- Recipe Theory
book (visuals + Socio-Ecological
and large Theory
print) 'y

Interventions and

Activities

+ Using a recipe visual
book with pecs to help
participants follow a
recipe

* The guide for the
program will be user
friendly in which any
program volunteer will
be able to run the
group (specific to OT
skills)

» Small group sizes

* One hour each.

¥

Program Outputs

+ Participants
successfully able to
follow recipe

* Learning basic
cooking skills

* Increased kitchen
safety

* Increased fine motor
skills

Outcomes
gﬁ?&:ﬂi;m Intermediate
o Outcomes
\I’:’vﬁlrt icipants At 1t month
. pos
o eresced | |+ noreased
attentionto B participation
follow a
recipe
* Increased
fine motor Long-Term
skills to use Outcomes
adaptive * Increased
equipment independenc
appropriate- e with the
ly IADL of
cooking
* Increased
fine motor
coordination
to use
cooking
utensils
appropriately

t

External/Environmental Factors: (facility issues, economics, public health, politics, community resources, or
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Appendix B: Intervention Model
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Appendix C: Pre and Post Checklists

Indicate whether the participant can complete the skill independently or the level of
prompt that is needed.

I= independent

V=Verbal prompt

M= with Model or Pictorial Prompt
H=Hand over hand assistance

N= Never Tried

Number Description of task Level of Prompt
1 Screw on/ Unscrew lid

2 Zips/unzips Ziplock

3 Ties twist tie

4 Opens sealed paper bag (e.g. flour)

5 Measure dry ingredients using measuring spoon

6 Measure dry ingredients using measuring cups

7 Measure liquid ingredients using measuring spoon
8 Measure liquid ingredients using measuring cups
9 Measure soft solids (e.g. yogurt, sour cream)

10 Measure hard solids (e.g. shortening, peanut butter)
11 Measure chunky solids (e.g. chocolate chips)

12 Cuts solids into proper measure (e.g. butter)

13 Peels with peeler

14 Scrapes with spatula

15 Stirs items with spoon

16 Spreads with knife

17 Grasps with tongs

18 Operates toaster

19 Uses microwave with turn knob

20 Cracks eggs

Modified from Macfarlane, 1999
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Appendix D: Program Content — Sample Recipes

Nutella
Sandwich

you will
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Steps
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Lasagna
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Appendix E: Executive Summary

Introduction

Individuals with an intellectual disability are now living longer than they have in
previous years (Lakin, 1998). Individuals with Down syndrome are more at risk for
health-related problems than other groups with intellectual disability (Pueschel &
Pueschel, 1992). Children with Down syndrome have deficits in language area, verbal
short-term memory and executive functions (Fidler, 2005; Vicari et al., 2004). This
author identified that there is a gap in practice as there is no current cooking program
with an occupational therapy basis offered for the Down syndrome population. This will
be a program to help promote functional independence in the kitchen specifically with
meal preparation.
Project Overview

Project Khushi: Collaboration to Create and Implement Occupational Therapy
Cooking Program was created as part of Gigi’s Playhouse Down syndrome Achievement
Centers. This will be a cooking group for adults 18-22 years old with Down syndrome.
This cooking group will promote increased independence by addressing functional fine
motor skills and all aspects of meal preparation. Additionally, kitchen safety and a
healthy relationship with nutritious foods will be a part of this program. To help address
the increasing level of obesity and associated negative health outcomes among people
with Down syndrome, obesity prevention will be a major health priority (Murray &
Ryan-Krause, 2010). This author created this pilot program specifically for the Hoffman

Estates Gigi’s Playhouse home location.
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The mission of Project Khushi is to facilitate a cooking experience for people
with Down syndrome in which they learn basic cooking skills and create teaching
environments in which participants develop a new relationship with nutritious foods,
increase kitchen safety, increase caregiver education to promote a healthy and
independent way of living. The vision of Project Khushi is to see a world where
individuals with Down syndrome are independent with basic cooking skills and meal
preparation, and embraced in their families and in the community.

Theories

Major theories informing Project Khushi include Constructivism theory and
Socio-Ecological Model. According to Constructivism theory, people understand new
information by associating it with what they already know (Brooks & Brooks, 1999). The
principles of the Socio-Ecological Model suggest that creating an environment conducive
to change is important to making it easier to adapt to healthy behaviors. This model is
broken down into 5 factors: Individual, Interpersonal, Organizational, Community, and
Public Policy. Each factor focuses on a different aspect of human behavior and the
impact it has.

The theories described are applied to Project Khushi in a variety of ways. For
example, Project Khushi allows individuals to gain cooking skills with environmental
modifications made such as using a visual recipe as opposed to a standard recipe.
Constructivism focuses on addressing the individual factors and needs of each
participant, which allows for each participant to reach their maximum potential with

gaining basic cooking skills, kitchen safety awareness, and following directions.
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Key Recommendations for Implementation

This author recommends the proposed program will be delivered as a hands-on
learning experience for the participants. The group of 10 students will meet in person one
time per week for eight weeks. The duration of each session will be two hours to allow
for set-up and clean-up, as well as the time required to cook. It will be an innovative
approach because each participant will take part in a live demonstration of the cooking
tasks and the meal preparation. The content delivery will be carried out by the Gigi’s
Playhouse volunteer who is leading the group.
Plans for Evaluating, Disseminating, and Funding

Project Khushi is designed to promote functional fine motor skills for people with
Down syndrome, as well as help learn basic cooking skills to increase independence with
meal preparation. Gigi’s Playhouse is a non-profit organization, and Project Khushi will
be a program within the Playhouse. It will be run by a trained volunteer with step by step
outlines for each session. The recipes used are designed by a licensed occupational
therapist.

A dissemination plan was created and will be implemented after the initial year of
the program’s implementation and assumes that the program has demonstrated
effectiveness. The goals for the dissemination of the program are:

Short-term goals:

e Atleast five Gigi’s Playhouse locations will implement Project Khushi

into their adapted programs.
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o Present data on program effectiveness to stakeholders and other funding
sources to increase potential for funding opportunities

e Collaboration with local Down syndrome support groups in the area to
maximize participation for Project Khushi.

Long-term goal:

o Township High School District 211 will adapt Project Khushi to be a part
of their Special Education program.
The success of the dissemination activities will be measured by:
1. Post-presentation surveys demonstrating interest in program
implementation
2. Program implementation in other playhouse locations with positive
program outcomes.

The primary audience for this dissemination plan will be the managing directors
and program directors of other Gigi’s Playhouse locations. They will be able to see
Project Khushi implemented at the Gigi’s Playhouse in Hoffman Estates, IL and the
success of the program through participation and increased motor skills, as well as
budgets and evaluations. The secondary audience for this dissemination plan is the
Superintendent, Dr. Daniel E. Cates, and the Director of Special Education Services, Ms.
Renée J. Erickson, of the Township High School District 211.

Budgets were developed in detail to understand costs associated with the
implementation and dissemination of the program, as well as potential sources of

funding. Given the resources of this author, associated costs of program implementation
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and dissemination are estimated to be about $2,600 and $630 respectively, in the first two
years. It is anticipated that this author will acquire adequate funding to cover and sustain
the program in its initial years.
Conclusion

In summary, the mission and vision of Project Khushi are aligned with those of
Gigi’s Playhouse in which individuals with Down syndrome have an opportunity to learn,
grow, and be independent with the occupation of meal preparation and to develop a
healthy relationship with food. This group intervention is designed to not just teach the
physical skills, but also allow the participants to have a safe space in the community to
come together to learn. The vision of Project Khushi is to see a world where individuals
with Down syndrome are independent with basic cooking skills and meal preparation,
and embraced in their families and in the community. It is the hope of the researcher that

Project Khushi will help realize those goals for participants.
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Appendix F: Fact Sheet

Project Khushi: Collaboration To Create And

B O S TO N Implement Occupational Therapy Cooking Program Into

Gigi’s Playhouse Down Syndrome Achievement Centers

UNIVERSITY

Shahana Kanchwala, MS, OTR/L OTD Candidate

Introduction to the Problem

Down syndrome is one of
the most common causes Child born with Down Syndrome
of developmental disability
in the United States,
affecting approximately 1

in 700 live births
(Xanthopoulous et al. 2017). Functional fine motor deficits for people with Down Syndrome

A study found that
children with an
intellectual disability
including children with

Shortcomings in availability and accessibility of cooking

Down syndrome are at programs to teach basic cooking skills for people with Down
risk of having fine motor Syndrome

skills delays compared to

typically developing

children (Memisevic & _ , , ,
Macak, 2008). Decreased independence with meal prep and cooking skills for

. . . people with Down Syndrome
Figure 1 provides a visual

representation of the
current problem.

Figure 1: Explanatory Model of the Problem

Program Overview

Project Khushi will promote observable outcome measures of increased independence
with functional fine motor skills, basic cooking skills, kitchen safety, and a healthy
relationship with food for optimal independence in society, to ultimately be
independent with all aspects of meal preparation

Project Khushi will pilot specifically at the Hoffman Estates, IL Gigi’s Playhouse
headquarter location
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Theory and Evidence Based Practice
e Major theories informing Project Khushi include
Constructivism theory and Socio-Ecological Model.

ject
e Occupational therapy practitioners can recommend PrOJeC N
environmental and contextual modifications and ‘<hUSh'

adaptations in areas such as physical environment,
social environment, personal context, temporal
context, and virtual context (Cohn et al., 2015).

o In social context, substantial research has
documented the positive influence of social support and social networks on health
status and health behaviors (Kaplan & Toshima, 1990).

Impact on Provisions of Occupational Therapy Services

e Potential to promote improved relationship with food and meal preparation for people
who have Down syndrome

e Tailored to individualized style of learning via visual recipes

e Support for caregivers with tips, ideas, and demonstrations of ways to practice skills
in the home

e Project Khushi is designed by a licensed and registered pediatric occupational
therapist
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