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Land Acknowledgement
Realize acknowledges the land on which we work, Turtle Island, is the territory of diverse  
First Nations, Inuit, and Métis Peoples. We are grateful to have the opportunity to live and 
work on this land. Within the cultural mosaic of Canada, we acknowledge the many peoples, 
and their traditions, and backgrounds, who have contributed to this place we call home. 
You, your families, and your ancestors all have roles to play in making this an inclusive and 
welcoming space that upholds people’s rights. For that, all of us at Realize say, thank you!

BEYOND THE LAND ACKNOWLEDGEMENT

Realize recognizes the findings of the Truth and Reconciliation Commission and  
we will play our part in putting those recommendations into effect in our spheres of 
influence in solidarity with Indigenous peoples. This commitment goes far beyond  
land acknowledgements, extending into our programs, ways of working and the  
outcomes we seek. Realize is committed to weaving these findings into the fabric  
of our organizational DNA and our commitment to IDEAL (Inclusion, Diversity,  
Equity, Accessibility, Leading to belonging).
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About This Resource
Across Canada, there are over 2,700 museums, representing  
a vital part of the country’s cultural and educational fabric.  
However, representation of persons living with disabilities, 
particularly within management, supervisory, and administrative  
roles, remains limited. 

A 2023 national survey of museum staff, interns, and volunteers found that  
only 10% identified as persons living with disabilities, underscoring the need  
for systemic change to improve accessibility, inclusion, and equitable 
representation in the museum workforce.

Realize entered into a partnership with Ingenium, a crown corporation  
responsible for overseeing museums related to science and technology.  
With an aging workforce, Ingenium was seeking capacity-building to determine 
the best way to support its staff. Realize and Ingenium have worked together 
throughout this project to develop resources that truly facilitate the inclusion  
and accommodation of their workforce. 

Key objectives for the project were to: 
	� Improve representation of people living with long-term and episodic  

disabilities among managers, supervisors, administrative, and senior clerical 
personnel in the Canadian museum industry

	� Develop tools and training to address industry-specific barriers to hiring and  
retention of people with disabilities, including episodic disabilities
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To achieve these aims, a three-part workshop series 
has been developed and implemented:

1 	� Foundations of Disability and Episodic Disability – introduces models  
of disability (medical, social, and disability justice), explores ableism and 
intersectionality, and builds a foundational understanding of  
accommodations and episodic conditions

2 	� Organizational Communication and Episodic Disability – focuses on  
inclusive communication, integrating intersectionality in workplace culture,  
and practical strategies for accessibility

3 	� Organizational Relationships and Episodic Disability – explores inclusive  
leadership, universal design, privilege, and the importance of connection  
throughout the employee life cycle

This toolkit is the final piece of our project work.
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Project Reflections

“ Partner Reflection

Ingenium represents Canada’s three national science museums and is dedicated 
to public engagement with science, technology, and innovation through 
interdisciplinary, inclusive, and experimental approaches. Guided by our mission 
and values, as well as our ongoing work in Truth, Reconciliation, Equity, Diversity, 
Inclusion and Accessibility (TREDIA) we actively support projects that help to 
ignite curiosity and innovation efforts externally and internally. 

Like many museums, Ingenium is experiencing an aging workforce with a low  
turnover rate. As the overall workforce ages and begins to experience barriers 
to access, knowledge around accommodations for all manner of disability will be 
crucial for our managers. It was for this reason that we were motivated to work 
with organizations such as Realize, to ensure we could continue to support and 
retain talent in the years to come. 

The collaboration with Realize began in 2022, between the TREDIA team and  
Realize project co-lead Ingrid Palmer. Over the course of three years, we 
developed a needs assessment highlighting employer needs when it came 
to knowledge around episodic disability. Based on the results of that survey, 
provided to 44 hiring managers, we co-created a series of three workshops to 
build knowledge and confidence in engaging employees with episodic disabilities. 

The workshops centred around foundational learning around disability, inclusive 
communication and developing positive employer-employee relationships 
through accommodations. These workshops were then co-delivered to other 
heritage sector organizations, such as the Royal Ontario Museum, the National 
Gallery of Canada, the Canadian Association of Science Centres and the National 
Heritage Trust. 
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Realize proved a knowledgeable and dedicated partner to Ingenium, tailoring 
their content to the lived realities of employees working in museums through 
extensive dialogue with Ingenium. Their training offered a mix of theory and 
practical exercises that managers could take with them to foster active listening 
and engage in difficult conversations around disability. Realize also demonstrated 
inclusive practices through their actions, creating opportunities for Ingenium to 
participate in co-hosting workshops despite budgetary or geographic barriers. 

Discourse from the workshops led to the direct addition of new action items  
in Ingenium’s 2025-2028 Accessibility Plan, with an extra focus on building 
resources on accommodation best practices for staff. These items were  
reviewed with Realize to ensure a meaningful continuation of work following  
the conclusion of the project, and support Ingenium’s long-term goals of  
being an employer of choice. 

Samantha David (SHE/HER) 
TREDIA Relationships and Initiatives, Ingenium

“
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“ Community Lead Reflection

Conversations that lead to change. My experience living, volunteering, and 
working with disabled folks lead me to be part of the steering committee for 
this project at Realize. As a disabled person and lived experience “expert” it 
was important to me to be included during the development of this project. 
I noted that the leadership team for the project was all disabled folks. In my 
work with other non-profits, sometimes disabled folks are included after key 
pieces are done and it feels symbolic, versus disabled folks being considered 
and meaningfully included during the entire project. This project lived up to the 
approach the disability community tries to live by “nothing about us without us.” 

Despite having an MA in Critical Disability studies and living with episodic 
disabilities (mental illness, migraines, endometriosis etc.), I was never given  
this language before. Ingrid was a great teacher and mentor during this project.  
I was excited to now have language for my experience, thanks to the project, 
and be in a virtual room with people from across Canada who understood and 
navigated similar challenges. I wish I had more opportunities to connect with my 
peers in the zoom room and share our experiences and strategies for navigating 
access and creating community. I was also aware of who wasn’t in the room, 
perhaps the less privileged disabled people, and I am careful to not let my 
experiences speak for everyone. 

I had the opportunity to talk at two universities. This was a powerful experience, 
because my lived experience became valuable teachings. I was able to share the 
(many) barriers I’ve faced on my employment journey and also suggestions for 
future best practice as employers. One section in my notes is titled “Things I wish 
everyone knew about my disabilities and work” in which I explain how episodic 
disability shapes my work, and my ideas for accommodation. 

I grew up in the 1990s, the messaging around disability was that it is  
shameful, hide and mask your disability and if people accommodate you, it’s in  
the framework of favours, or a very legalistic don’t sue me framework, I should 
shut-up and be grateful. I got to stand as a publicly disabled person, hold my head 
high and talk about the fact that we are here, and these are my experiences and 
ideas about access beyond a legalistic, AODA framework. My knowledge was 
viewed as valuable and was given to university students, who represent the next 
generation. In the tradition of oral storytelling, I felt like I was given an honorable 
space to pass my wisdom on.
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I loved being part of this project. I am working on my public speaking skills, and 
this gave me a chance to share very intimate personal stories as a learning tool. 
If the project was done again there’s a few things I would change. I would find a 
way for the steering committee to further meet and create community around 
episodic disabilities. I would plan further ahead so I could be free from my day job. 
I would have an option to speak online versus in-person as that’s more favorable 
to the nature of my episodic disability. I would also consider paying the speakers 
a speaker’s rate, rather than an honorarium to fully acknowledge the time, energy 
and expertise shared. 

This opportunity led to related opportunities including speaking to staff at  
the ROM, speaking with the WAGE project and also being on a panel for Episodic 
Disability Week. To reiterate what I said before, it was amazing have the chance  
to own being disabled, talk about how ableism shows up in the workplace and 
ideas of how to make workplaces more accessible from challenging attitudinal 
barriers to practical ideas about accommodating episodic disabilities. When I was 
doing my MA and sometimes working in the field, I would get disheartened, facing 
so much discrimination sometimes and sometimes feeling “less than” my peers. 
In this project, I was passed the mic and allowed to express those experiences 
that are otherwise hushed by society but also challenge HR teams to re-consider 
us as workers and assets. As a kid, I was told that disabled people should play 
small. In framing me as a knowledge holder and speaking my truth, I was able to 
plant hope for myself and believe that society is moving towards change, perhaps 
one conversation or museum at a time. This project reiterated my belief in 
transformative change and I’m thankful to have been included. 

Emily Gillespie (SHE/THEY) 

Project Steering Committee Member

“
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“ Participant Reflection

Thank you again for delivering such a thoughtful and impactful presentation, 
An Introduction to Disability and Episodic Disability. Your session offered 
an engaging and deeply meaningful exploration of disability, ableism, 
intersectionality and inclusive workplace practice.

What stood out most was the way you created space for reflection while 
grounding the conversation in practical realities. By moving beyond narrow 
medicalized understandings of disability and introducing social and disability 
justice frameworks, you challenged participants to think more critically  
about how workplaces and institutions can either create barriers or foster 
belonging. Your discussion of episodic disability was especially powerful,  
helping participants better understand the realities of uncertainty, invisibility  
and fluctuating access needs that many colleagues navigate every day.

The interactive format encouraged honest self-reflection around privilege, 
communication and accommodation, while also equipping attendees with 
practical tools such as flexibility, trust, humility and intentional communication. 
Participants left with a stronger understanding that accessibility is not only  
about compliance, but about culture, relationships and shared responsibility.

This was an important and timely session that helped move accessibility  
from theory into action. We are grateful for your leadership and expertise, and  
for helping organizations build more inclusive and compassionate workplaces.

Melissa Smith (SHE/HER) 
Assistant Vice President of Gallery Engagement,  
Royal Ontario Museum

“
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“ Project Lead Reflection

As the Project Lead, this initiative affirmed what I have repeatedly learned in 
my career: systems do not change because we politely ask them to or because 
we meet minimum compliance thresholds. Systems change when we slow 
down enough to listen, when we redistribute power, and when lived experience is 
treated as essential knowledge rather than supplementary perspective.

This project required patience from funders, partners, and us. We chose relationship 
over speed, accessibility over optics, and trust over urgency. At times, that meant 
revisiting timelines, renegotiating language, and absorbing costs to prevent 
exclusion. I believe those decisions strengthened the work rather than delayed it.

The folks in Yukon repeatedly expressed their gratitude for an in-person 
presentation, since they were so used to online presentations, because most 
people either couldn’t afford or would not absorb the cost of travelling so far 
north. Their expressions of gratitude solidified how much gestures of presence 
and consideration translate to valuation and care. Our willingness as an org to 
step IN and fully cover the costs of renting the room, paying for AV, and providing 
light refreshments for attendees prevented an exorbitant, possibly prohibitive 
fee from being attached to the workshop. 

Modelling the prioritization of equity is as important a lesson as the content 
provides within the actual presentation. Most organizations have adopted a 
perspective and actions to support community and clients, and to outward-facing 
clients when it comes to accessibility; however, helping them ascend to another 
level of accommodation by turning that perspective inward and recognizing that 
their own employees are in need of those same considerations, as both necessary 
and rewarding. Supporting leaders to support themselves in sustainable adoption 
of conversations and probing meetings is good.

What I am most proud of is the body of evidence gathered that connects  
directly to action. This work demonstrates that accessibility is not an add-on—
it is a generative, creative, and leadership-shaping practice. My hope is that 
this project leaves the museum sector not only better informed but also more 
courageous in its approach to belonging.

Ingrid Palmer (SHE/HER) 
Principal IDEAL Advocate, Realize

“
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Getting Started 
Welcome to this toolkit on episodic disabilities for leaders and staff  
in Canada’s museum sector. This section introduces the purpose of the 
toolkit and how it can support your learning.

You may interact daily with people living with episodic disabilities without 
realizing it. This toolkit shares insights and resources that can help you build 
confidence in interacting and building relationships with people experiencing 
ongoing health uncertainty - even when their disability is invisible. The people  
you interact with are seeking spaces where they can find support for their 
challenges and feel a greater sense of belonging.

This resource is for anyone in the museum sector who wants to deepen their 
understanding of episodic disabilities. It offers information and resources to help 
individuals and teams understand how these disabilities can affect daily life,  
including work, learning environments, and social interactions.

Ongoing learning is a journey. It includes celebrating progress while continuing to  
grow, and it demonstrates respect for the diverse experiences of people living 
with episodic disabilities. Disability language and culture continue to evolve. 
Approach this work with a growth mindset. 

Inside you’ll find: 

	� A review of the work of Realize with museums across the country

	� A discussion of key ideas to help you understand the experiences of staff, 
volunteers, and visitors living with episodic disabilities in museum settings 

	� Visuals that illustrate how episodic disabilities may be experienced in  
museum settings

	� Access to resources to use as part of your ongoing learning
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Is Discussing Disability a Sensitive Topic?
For some people, the topic will be deeply personal. 

People may see the social, emotional, and practical aspects of episodic disability  
through their own experience with disability and how society responds to it.

If you have conversations about episodic disability at work, colleagues will have  
differing experiences with disability. Listen openly to different perspectives. You 
will then be able to respond more supportively to your colleagues’ needs in ways 
that truly support them.

How to Use This Resource in Group Discussions
This section guides the facilitation of thoughtful,  
inclusive group discussions.

Each museum has an organizational history and culture that influences  
who speaks, how often, and what topics are discussed. These discussions may  
require emotional effort, self-reflection, and trust-building. It’s important to  
avoid judgment about past mistakes and to create space for open, respectful  
and courageous conversations. 

Comfort with speaking in group settings varies by individual, culture, and  
organizational role. 

Disability-related conversations could raise challenging questions that may  
not have immediate answers. Focusing on relationships can help facilitate  
sensitive conversations.  

12
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Who Is Realize? 
Realize is the leading national charitable organization in Canada working to 
improve the health and well-being of people living with HIV and other episodic 
disabilities, across the lifespan, through integrated research, education,  
policy, and practice. 

Formed in 1998, Realize promotes innovation and excellence in rehabilitation in  
the context of HIV and other chronic and potentially episodic conditions. Realize  
bridges the traditionally separate worlds of HIV, disability, and rehabilitation  
through research, education, and cross-sector partnerships.

Realize views rehabilitation broadly as any service or activity that helps people  
overcome challenges and live well. 

Working with:

	� People living with episodic  
disabilities to help improve 
awareness and access to 
rehabilitation programs  
and services

	� Community-based HIV 
organizations to explore how 
rehabilitation can be integrated 
into the programs and services 
they provide

	� Rehabilitation and health care 
providers to explain how they can 
apply their training to give people 
living with episodic disabilities  
better and more integrated care

	� The aging sector to respond to  
new challenges for care, treatment, 
and support

	� Employers to look at ways to 
create an organizational culture 
that values people living with 
episodic disabilities and the 
contributions they can make  
in the workplace

	� Governments to coordinate  
policies and programs and  
improve legislation for people 
living with episodic disabilities
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	� Insurance companies to develop 
flexible policies to provide access 
to rehabilitation and income 
security for people living with 
episodic disabilities

	� Other health and disability  
groups (e.g., arthritis, mental 
health, multiple sclerosis) to 
identify common challenges

	� Researchers and educators to  
train clinicians and students to 
identify priorities and emerging 
issues, and research episodic 
disability

	� International organizations to  
share best practices with our 
counterparts from other countries  
and learn from them
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Key Messages
The following two pages are a list of key messages developed further in  
this document.

Current models locate disability in the body, within social norms, or in historical  
policies and practices, including social and workplace policies. A common 
disability model in Canada is the Medical Model, which focuses primarily on how 
people with disabilities must adapt to their environment to participate in society. 
The model that emphasizes how the environment can better adapt to the person 
is the Social Model. Disability is part of the whole person – meaning all their 
identities, oppressions, and experiences. 

Episodic disabilities are characterized by periods of good health interrupted  
by periods of illness or disability. Periods of disability may vary in severity, 
length, and predictability from one person to another, even with the same 
diagnosis. Unpredictable episodic disabilities can take away feelings of security, 
leaving doubt and concern instead about many aspects of life, including work. 

Although people may not intend to speak or act in ways that prefer ‘normal’  
bodies and minds, ableism is harmful to people living with disabilities, including 
episodic disabilities. 

The IDEAL principles were developed by Realize through a consultative  
process involving experts and people with lived experiences to better recognize 
accessibility as part of diversity, equity, and inclusion (DEI) principles. IDEAL 
stands for Inclusion, Diversity, Equality, and Accessibility – Leading to Belonging. 

Universal Design principles can benefit all employees, including people  
living with episodic disabilities. The key is to offer universal design options  
equally to all staff. 
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When Universal Design principles are still a ‘work in progress,’ consider 
individual workplace accommodations. Individual accommodations examine 
job requirements alongside individual physical and mental health needs to find 
solutions that enable people to function more effectively in their roles. 

Build trust from the outset by resisting the tendency to view disability as  
a skills, motivation, or performance issue. Consider the practice of cultural 
humility. This perspective involves suspending the belief that your way of doing 
things is better than others or that everyone does things the same way or shares 
the same beliefs. It’s ok to learn, change, and grow. 

Recognize power differentials in communication and seek to harness power  
to meet organizational needs and help staff, students, and volunteers be the best 
they can be in their roles.

LIVING WITH EPISODIC DISABILITIES AND WORKING IN CANADIAN MUSEUMS
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Welcome to this Toolkit 
People often feel more secure when they can plan and manage life’s challenges. 
Episodic disabilities can disrupt that sense of control, creating uncertainty in 
many areas of life – including work. Experiencing a lack of control over personal 
health may even result in reduced personal confidence.

Learning from people with lived experience is a powerful teacher, and so this 
toolkit was developed from the perspective of episodic disabilities in the 
museum sector. Note that the information shared provides essential guidance on 
what organizational leaders need to know to begin understanding how episodic 
disabilities have impacts beyond the individual, into the workplace culture. 

In addition to this toolkit, there are many helpful resources to continue your 
learning journey. If you are using a print version of this document, see the QR code 
near the end for Practical Resources and Disability Literature. If you are using the 
digital version, a list of Practical Resources and additional Disability Literature 
are found after the Fostering Belonging in Your Workplace. 

To begin to understand episodic disabilities, we’ll first review what disability is. 
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Unpacking Disability Definitions
This section explains different ways of understanding disability and  
why definitions matter.

There are multiple ways to understand disability. Personal experiences, 
education, media and community influences shape these perspectives. As a result, 
disability can have different meanings for different people.

No standard definition of episodic disability exists. Perhaps you’ve seen 
additional words used. In many cases, the terms refer to similar aspects of 
episodic disabilities, but it’s helpful to know the author’s definition. Although 
there isn’t a standardized term, perhaps there may be in the future. 

Similar terms include: invisible, hidden, variable, fluctuating, dynamic, etc. Note 
that related terms may mean different things to different people. 

What does disability mean to you? 
People may take their understanding of disability for granted and assume that 
everyone sees disability the same way they do. But this can create challenges 
when people understand disability differently. 

Definitions of disability can vary in: 

	� Who is responsible for addressing challenges related to living  
and working with a disability 

	� The accessibility of the work environment

	� Where the ‘problem’ is centred 

Let’s look at three ways of understanding disability, starting on page 19. 
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Models of Disability

This section introduces common frameworks for  
understanding disability.

We’ll discuss three common disability models: the Medical Model, the Social 
Theory of Disability, and Critical Disability Theory. Current models locate 
disability in the body, within social norms, or in historical policies and practices, 
including social and workplace policies. 

1 	� The Medical Model centres disability in the body. As such, the ‘problem’ is  
located within the person living with the disability. So, the person does not fit 
‘normal’ social standards. 

	� This makes disability a personal problem because the disability is centred in 
he body. When looking for solutions, the ‘fixes’ focus on individual people with 
disabilities and on how they can adapt to the world around them (Haegele & 
Hodge, 2016). 

2 	� The Social Theory of Disability views disability as resulting from  
social structures and attitudes, not from impairment or difference. So,  
the ‘problems’ are located in the social environment, and solutions to  
the problems should come from society. Examples include curb cuts  
added to sidewalks so that people in wheelchairs or using walkers can  
more safely access the sidewalk.

	� The social model takes a civil rights approach, adopting social norms and 
structures to include all people (Barnes, 2019), such as universal access to 
public spaces. 

3 	� Critical Disability Theory understands disability as shaped by cultural, 
historical, social, relative, and political influences, which it considers the 
‘causes’ of disability. Like with the Social Theory, the problem with disability 
is outside of the person and in the way public policies, programs, and 
organizations respond to anyone who is ‘different from the norm’. 

	 �Critical disability responses challenge policy and barriers to access for 
people living with disabilities, working from a social justice approach 
(Goodley, 2013; Hall, 2019). 
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Intersectionality is a Personal Experience
This section explores how different aspects of identity shape individual 
experiences of disability.

Are all experiences of disability the same? Is a Black, queer person living with MS  
going to have the same experiences with disability as a heterosexual white person 
living with MS? Or is a white man living with depression going to have similar 
experiences to a South Asian woman living with depression?

Intersectionality is a theory that originated in Black scholarship, inviting us to 
examine all a person’s identities and experiences to understand each individual. 

The following explains this powerful perspective that can help employees bring 
their whole selves to the workplace. Disability is part of the entire person – 
meaning all their identities, oppressions, and experiences. 

“
This approach to understanding people as a whole is known as intersectionality,  
a term coined by Kimberlé Crenshaw in 1989. Patricia Hill Collins and Sirma Bilge  
further explained intersectionality as:

How intersecting power relations influence social relations across diverse 
societies, as well as individual experiences in everyday life. As an analytic tool, 
intersectionality views categories of race, class, gender, sexuality, nation, 
ability, ethnicity, and age – among others – as interrelated and mutually 
shaping. Intersectionality is a way of understanding and explaining complexity in 
the world, in people, and in human experiences.  (2020, chapter one)

“

Forms of oppression are connected, including ableism, ageism, sizeism, racism,  
sexism, and heteronormativity.

Social influence can be diminished by living with multiple marginalized identities. 
The greater the number of marginalized identities, the greater the barriers 
to social integration. This compounding effect can impact access to work 
opportunities, professional development, and movement toward career goals. 
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Understanding  
Episodic Disability in  
the Workplace 

This section explains how episodic disabilities can affect  
work experiences.

When living with episodic disabilities, a person’s health trajectory continues as  
‘normal’ until a trigger occurs. A trigger marks the start of an illness episode. 
Triggers include a diagnosis, stress caused by life experiences, grieving a family 
member, overt ableism, a bodily injury or virus (like the flu), changing medications 
or treatment, etc.

Episodic illnesses frequently can involve disabling symptoms such as pain, 
fatigue, or mental health challenges. Disabling impacts can make activities 
challenging or act as barriers to social participation, including meaningful 
employment.

Living with episodic disabilities can be compounded by experiences of racism,  
classism, sexism, etc. Continue reading to learn more. 
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Episodic Disability Fundamentals 
This section defines episodic disability and outlines  
its key characteristics.

Now that we have definitions of disability and intersectionality in place, we can  
discuss the fundamentals of episodic disability. In this section, we will define an 
episodic disability and examine the impacts on people’s lives. 

Episodic disabilities are characterized by periods of good health interrupted by 
periods of illness or disability. Periods of disability may vary in severity, length, 
and predictability from one person to another, even with the same diagnosis. 

People living with episodic disabilities:

	� May not have apparent symptoms

	� May not self-identify as a person with a disability 

	� May be living with multiple forms of disability 

Not paying attention to unpredictability may limit access to social determinants  
of health, such as meaningful community participation, employment, income  
security, social inclusion, and access to care. 
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Disentangling Ableism
This section explains ableism and how it affects people living  
with episodic disabilities.

You may have heard the term ableism, but what does it mean? How can ableism  
be understood in the context of episodic disability? This section shares key points  
to help with understanding how ableism is experienced by people living with  
episodic disabilities. 

Multiple definitions of ableism highlight different aspects of a complicated  
process that often operates so automatically that we’re unaware of it. Let’s look  
at a couple of definitions. 

“
According to Bogart and Dunn, “Ableism is the historical - and contemporary -  
system of attitudes and beliefs that persons with disabilities are less able than  
those without disabilities to make social, cultural, and economic contributions  
to their communities, which renders disabled people and their contributions  
invisible and privileges the able-bodied” (Bogart & Dunn, 2019). 

“

This definition highlights several important points about ableism: that it is forged 
in our past and continues into the present. Ableism also involves a combination of 
both attitudes and beliefs about who is able and capable in society, specifically that 
society is built for people who are able-bodied. 
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Another definition describes ableism as “a network of beliefs, processes,  
and practices that produces a particular kind of self and body (the corporeal 
standard) that is projected as the perfect, typical, and therefore essential  
and fully human…. Disability then is cast as a diminished state of being human” 
(Campbell, 2001, p. 44). This definition, often unrecognized due to ableism, is the 
standard form of body or mind as desired in a society, which places any alternative 
form of body or mind as undesired, even suggesting a system in which some 
people are understood as more fully human because of how their bodies work. 

However, if ableism is operating below our awareness, it can be helpful to 
identify when and how it appears. Ableism can occur when there is a: 

	� Lack of resources (e.g., inconveniently located or inaccessible washroom 
stalls or parking spots, materials not compatible with assistive technologies) 

	� Lack of understanding (e.g., assuming someone is lying about an episodic 
condition to gain an advantage) 

	� Lack of consideration (e.g., underrepresentation of people with disabilities 
or lack of professional development opportunities to improve practice, 
inflexible ways of working, inaccessible information)
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“
Here are a couple of real-life examples of how ableism may be experienced by people 
living with episodic disabilities: 

Ableism is when I get fired from a job I liked and was really good at for taking one 
too many doctor visits. My boss told me, `You’re really great at this job, but I need 
someone healthy in this office, as I’m sure you can understand.’  – Anonymous 

Judging someone who doesn’t look disabled for …. using [an accessible] parking 
permit. Also, assuming they have the right to know my medical history so they 
can then judge whether I’m truly disabled or not. – Anonymous

“

Although people may not intend to speak or act in ways that prefer ‘normal’  
bodies and minds, ableism is harmful to people living with disabilities, including 
episodic disabilities. 

Ableism allows people to maintain positions of privilege while limiting 
opportunities for people with disabilities. Exploring ways to reduce workplace 
barriers through universal workplace design, individual accommodation, 
strengthening workplace relationships, and communicating to listen and 
understand will be discussed throughout this document.
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Privilege and the Experience of Episodic Disabilities 
This section explores how privilege shapes workplace experiences  
and access to resources. 

The term ‘privilege’ can be difficult to grapple with. We all experience challenges 
from our personal and social circumstances. However, we also benefit from our 
personal and social circumstances. How can we honestly explore how to make the 
employment field more ‘level’ for people who may have less privilege at work? 

Privilege refers to having one or more advantages that other people may not  
have. Some privileges come through significant effort, like obtaining an education. 
Other forms may come through no effort at all, like being white-skinned or  
white-passing (having light-coloured skin for a person of colour. Some privileges 
are earned, like education, while others are unearned. These ‘inherited’ advantages 
may result from being born in a place and time that allows freedom of expression 
and the ability to select government leaders. 
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While it may be easier to recognize privilege in others, it is most meaningful  
to reflect on our own.

Privilege does not mean:

	� Life is easy 

	� Someone with privilege doesn’t have challenges 

	� People don’t have to work for things in life 

	� Privilege in one part of life translates into privilege in all areas 

	� That privilege & marginalization cannot co-exist 

	� All forms of privilege are permanent  
(i.e. having a job with leadership responsibilities)

Privilege can impact the resources available to people living with  
episodic disabilities. Therefore, people with less privilege may have less  
access to resources. 

In your workplace, what identities are spoken of openly? When you put  
aside personality factors, are there groups of employees who are less vocal  
or visible? Consider the language of your organizational policies. Which 
aspects of identity are mentioned? What identities are mentioned in 
organizational programs or events? Can you think of any identities that  
aren’t recognized at work? 

Bringing only certain parts of our identities to work creates barriers to  
employees being their best selves, doing their best work, and being fully part  
of the organization.
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The IDEAL Principles 
This section introduces the IDEAL framework for building inclusive  
and accessible workplaces.

Have you noticed that diversity, equity, and inclusion initiatives often leave out 
certain aspects of identity and experience?

The IDEAL principles were developed by Realize through a consultative process 
involving experts and people with lived experiences to better recognize 
accessibility as part of equity, diversity, and inclusion (EDI) principles. The points 
below explain what IDEAL means and how the principles can be integrated into 
the workplace. 

There are often inconsistencies in implementing EDI principles in sectors focusing 
on health and social inclusion. Perhaps it’s time to clarify the ultimate goal for 
everyone connected to your organization: belonging.

Expansive inclusion

Inclusion involves acknowledging people as a whole, with multiple identities,  
seen and unseen. Some people may feel they can share some aspects of their 
identity but not others. But how do you find out who feels welcome and who  
does not?

Branch out to people not included previously, ask for their perspectives, and  
listen to learn how your organization is doing. Be prepared for feedback that may 
be difficult to hear, as the people consulted may not have felt it was possible to 
share their concerns in the past
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Broadening Diversity

There are many possible reasons people give for why something shouldn’t be 
discussed. It’s even common to feel justified in this perspective.

When parts of someone’s identity are pushed aside, this is called marginalization. 
Experiencing marginalization is associated with a loss of social influence and 
power. It means having a lesser say and a reduced influence over what is done 
at work and how. Responsibility for lack of inclusion is placed on the person 
experiencing it when the problem lies with how organizations or societies accept 
(or don’t accept) identities.

Enhancing Equity

You may be familiar with the terms: equality and equity. Sometimes we use  
the terms interchangeably, but they can have very different workplace results for 
people from marginalized communities.

Equality focuses on treating everyone equally by providing access to the same 
resources and opportunities regardless of individual differences. 

Equity focuses on ensuring each individual has access to resources or 
opportunities relevant to them to achieve the intended outcome. When individual 
needs are considered, access to resources will vary from person to person. But 
each person will be better able to accomplish their work without barriers. 

An equity lens can offer a useful perspective for addressing imbalances in 
our organizations. Since societal experiences differ, how we treat employees, 
formally and informally, can reduce inequalities in power or influence.
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Accessibility in Action

Accessibility is often left out of diversity, equity, and inclusion initiatives. If that’s 
happened in the past, it’s possible to change, so accessibility is central to your  
IDEAL initiatives.

Accessibility can be considered the:

	� ability to enter a space/location

	� degree of difficulty navigating a space/location

So, what’s the difference between the above statements? In the first point, access 
is determined by whether it’s possible to get inside; for example, someone using a 
wheelchair looking to get onto a sidewalk with no curb cut.

The second barrier is far more common for people living with episodic disabilities.  
While it may be possible to access a space, navigating or progressing may be  
challenging. For example, people living with episodic disabilities may have fewer  
barriers to obtaining employment than people living with non-episodic disabilities, 
especially visible disabilities. But employees with episodic disabilities may have a  
harder time maintaining their employment due to punitive accommodation 
policies. Another example may be seeking a promotion when stigma is attached to 
living with an episodic disability, such as a mental illness.

Accessibility for all is a value and practice. As a value, it is a belief held by all 
members of an organization.
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Leading to Belonging

Belonging is an ongoing process measured from the perspective of people  
with less privilege in the organization, such as people lower in the organizational 
hierarchy, people with disabilities, people of colour, and people of diverse sexual 
orientations and identities. 

Belonging is enhanced by:

	� Feeling represented in the organization in visible and non-visible ways 

	� Creating a safe environment to speak about concerns 

	� Maintaining personal privacy with disclosures when requested

	� Maintaining a focus on ongoing improvements

	� Not making false promises where a requested change is not possible

	� Regularly communicating about changes, including what to expect, when, 
where, and any temporary impacts while the changes are ongoing

When you’ve been engaged in integrating the above principles, pause and ask 
people at all levels of your organization how they can better belong.

The sections above introduce key concepts and perspectives related 
to disability, inclusion and belonging. The next section focuses on how 
to apply these ideas in day-to-day workplace settings. These practical 
strategies are intended to help you take action and respond to real-world 
situations with greater confidence and clarity.
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Fostering Belonging  
in Your Workplace

This next section provides practical information to help build an 
organizational culture of belonging, where employees living with episodic 
disabilities are more than included but feel a sense of purpose and 
connect with the organization. 

You’ll find information on: 

	� Universal Design and Your Organization

	� Workplace Accommodation and Episodic Disabilities 

	� Workplace Relationships that Work

	� Fostering an IDEAL Workplace Culture

Universal Design and Your Organization
This section introduces universal design and how it can support  
more inclusive workplaces.

We’ll start the practical help section by discussing Universal Design. 

Universal Design includes seven principles that organizations can use to guide  
decision-making about organizational policies and practices, benefiting more 
people within the organization while focusing on a broader range of needs. The 
principles account for a range of abilities at all stages of organizational change, 
from concept to implementation to evaluation. Integrating Universal Design 
principles can benefit your organization by reducing the need for individual 
accommodations and creating workspaces that work for more employees. 
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Universal design may be defined as the design of products and environments 
to be usable by all people, to the greatest extent possible, without the need for 
adaptation or specialized design (Centre for Excellence in Universal Design, n.d.). 

Universal design principles can benefit all employees, including people living  
with episodic disabilities. The key is to offer universal design options equally to all 
staff. Central to this process is examining what policies and practices can be made 
more flexible. 

The following suggestions may help move your universal design efforts forward: 

	� Educate all employees on principles of universal design 

	� Ask staff for ideas on how to build a more equitable space

	� Create quieter workspaces 

	� Develop quiet/low sensory spaces to take breaks 

	� Use clear signage throughout buildings 

	� Provide easy access to washrooms 

	� Facilitate access to food storage & warming areas 

	� Make relevant technology available

Universal design is both a mindset and a process that takes time to implement.  
So, what is a meaningful next step for your workplace? 
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Workplace Accommodation and Episodic Disabilities 
This section outlines how to approach accommodations for  
episodic disabilities.

When Universal Design principles are still a ‘work in progress,’ consider 
individual workplace accommodations. Individual accommodations examine 
job requirements alongside individual physical and mental health needs to find 
solutions that enable people to function more effectively in their roles. 

For many employers, accommodation planning has historically been used to 
address permanent, physical disabilities, and many people are requesting 
accommodations for fluctuating conditions like Long COVID, depression, or 
arthritis. The unpredictable nature of episodic disabilities can make traditional 
accommodation planning more complex. However, organizations are encouraged 
to move forward and develop flexible, responsive plans. 

The next sections offer suggestions for bringing together people with episodic 
disabilities for accommodation planning.
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Accommodation Pre-Planning

For people living with episodic disabilities, managers, or HR professionals, it’s a 
good idea to review your organization’s accommodation policy for guidance on 
the process and to check whether a personal accommodation template exists 
before beginning. 

Some disability diagnoses may be apparent because someone uses a cane to 
assist with walking or a sight guide to navigate unfamiliar spaces. For many 
people living with episodic disabilities, their diagnoses may not be ‘visible’ at all. 
There are likely people in your workplace living with chronic conditions, and you 
don’t know. 

Illness disclosure is a personal decision, and asking for a diagnosis, including for 
mental health, is against the law. But employers can ask about the challenges 
employees face in their jobs and how long those challenges are likely to persist. 

Getting the Process Started

For starters, act in good faith. Acting in good faith requires trust. Employers trust 
that employees want to do their best work, and employees trust that employers 
want to support their efforts to do so. 

For managers and human resource leaders:

	� Review and update job descriptions, as needed

	� Review organizational accommodation policies

	� Determine who needs to be involved in accommodation planning

	� Schedule a meeting to set expectations, listen to concerns,  
and create an accommodation planning process & timeline

	� Prepare to be flexible 

	 •	� Co-existing conditions can require flexibility

	 •	� Consider a range of accommodations 

	 •	� The plan may need to be revised as you all begin to adjust  
to new ways of working and over time 
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	� Have a look at the JDAPT (Job Demands and Accommodation  
Planning Tool) to Support a Worker

	� Maintain confidentiality about individual details 

	� Manage your expectations of the timeline and how the process will  
go. The start of episodic disability accommodation may take longer  
than expected 

	� Listen with warmth & sensitivity. You don’t need to have all the  
answers at the start 

For people living with episodic disabilities: 

	� Review your job description to see if it fits your current job duties

	� Consider if you want to share your diagnosis and with whom

	� Write down thoughts you want to share about what barriers you  
experience at work

	� Have a look at the JDAPT (Job Demands and Accommodation Planning Tool)  
for workers 

	� Consider if you’d like to bring someone with you as a support

	� Allow mistakes to happen along the way. The accommodation process  
is a journey 
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Barriers to Episodic Disability Accommodation and How to Remove Them

There are common barriers to episodic disability accommodation planning 
which can make it difficult to take the next step in the planning process. 
Ongoing documentation from health care providers to substantiate 
accommodation requests can be frustrating for employees who may feel a 
constant need to ‘prove’ that a problem exists. When specialists are involved 
in health care, accessing a specialist can be slow, and some physicians charge 
fees for paperwork, which can be costly. Consider keeping the documentation 
requirements to a minimum. 

In some workplaces where accommodation isn’t part of the culture, coworkers 
may become suspicious of special treatment or pressure colleagues living with 
episodic disabilities to disclose their diagnosis. 

Accommodation plans may need to be reassessed during flare-ups, which are  
common. This likely means that accommodation plans may not be the right fit 
on the first attempt. In fact, multiple attempts may be needed to find a plan that 
works for the employer and the employee. Trust the trial-and-error process and 
don’t give up because the plan doesn’t work on the first try. 
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Common Workplace Accommodation Options

There is no one-size-fits-all solution for episodic disability accommodation,  
but many people working with episodic disabilities have reported that one or 
more of the following options have been part of their accommodation plan.

Here is a list of common episodic disability accommodation options: 

	� A private space or permission  
to leave the job site to rest or  
take medications 

	� Adaptive technologies 

	� Peer supports and employee 
resource groups 

	� Part-time with full or  
pro-rated benefits 

	� Additional training time 

	� Flexible schedule 

	� Access to a service animal 

	� Job coach / Peer leader 

	� EAP/Therapy 

	� Telework/work from home 

	� Uninterrupted work time 

	� Modified supervisory methods

	� Updated desk/chair/workspace 

	� Anti-fatigue matting 

	� Space to rest or lie down 

	� Headset or earplugs 

	� Scent-free zones 

	� Keyboarding aids

Over time, as people living with episodic disabilities, caregivers, and employer 
representatives gain more experience in how health episodes will impact staff 
members, health episodes may become more manageable as proactive support 
plans are in place.

Employees may be involved with caring for a family member or friend living  
with episodic disabilities. This is known as episodic care. During health episodes, 
family members or friends may step in to assist with personal health needs 
and changing life circumstances. Family/friend carers may not see themselves 
as carers yet experience the impacts of health unpredictability. Supporting 
employees providing episodic family/friend care, the same approaches apply  
as for people living with episodic disabilities.
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Workplace Relationships that Work
This section highlights the role of relationships in creating  
inclusive workplaces.

Quality workplace relationships are more than luck or a job perk; they are 
intentionally developed and nurtured from the top down. When health changes 
occur, existing workplace relationships may become strained. If relationships 
were already tenuous before the changes or health challenges, the additional 
challenges can make them even more strained. So, how can workplace 
relationships last?

Power is inherent in workplace relationships and comes from a variety of sources.  
We’re all familiar with positional power arising from organizational leadership  
hierarchies. Power can also come from having valued education, a broad social 
circle, or access to resources. 

With workplace power and episodic disabilities, power can be used to  
keep people out or to invite people in. Using relationships of power to open 
dialogue, facilitate access to resources, and create growth opportunities is  
a privilege for people with various forms of organizational power. 

Strong relationships support productivity and a unified workplace culture. 
Building trust from the outset includes avoiding assumptions that disability  
is related to skills, motivation and performance.
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Listen to staff and volunteers with lived experience. Listening involves not having 
an answer already prepared before someone finishes speaking, but rather seeking 
to understand what they want to convey. Listening also involves hearing out 
people who have opinions you disagree with. If you have time limits, it’s ok to let 
people know, but also make time for conversations when you aren’t in a rush. 

People have different abilities to say what they really want to say,  
so ask clarifying questions like:

	� Can you tell me more about that?

	� How has that impacted your work?

	� What do you think might help improve the situation?

Here are ways you can leverage workplace relationships to benefit people living  
with episodic disabilities:

	� Examine whether existing policies and practices need to be in place. 
Especially when policies benefit some people but may add burden to people 
with disabilities. Request feedback on what is working and where challenges 
exist with policies. An example is the requirement to submit doctors’ notes 
for illness episodes

	� Regularly provide information about the availability of individual 
accommodations. Staff and volunteers will appreciate the reminders that it’s 
ok to request accommodations at the time that’s right for them 

	� Provide clear and consistent communication to everyone directly involved in 
an accommodation process 

If open dialogue has been a challenge in your organization and you want to start  
‘listening more,’ know that this process may initially raise concerns. Take the 
‘long view’, which means trusting the process and the people involved. Improving 
relationships comes from prioritizing relationships above all else. 
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People are not their disability; it is part of their individual identity, but not  
the whole. Open, trusting relationships help move forward difficult conversations 
& can open dialogue sooner, before additional strain occurs. Watch against 
building alliances (us vs. them) and creating situations that lead to othering 
(intentional or unintentional). Relationships can be rebuilt if strained, but it  
takes patience and time. 

Solutions are available as everyone involved believes they are possible. 

Fostering an IDEAL Workplace Culture 
Most of us let our workplace culture form naturally without defining what we 
want it to be, and that’s a mistake. Consideration is not given to how our everyday 
actions (or inactions) as leaders are shaping workplace culture. This can take the 
form of policies and work programs based on what other employers do, rather 
than on whether they fit our work environment. Management styles may threaten 
employee engagement and retention. A clear and inspiring mission, vision, and set 
of values are not created and communicated. 

As a result, employees may not connect with the organizational mission and 
vision, and work environments are lacklustre. 

The COVID pandemic showed that rapid change is possible, as many organizations 
improved their health and safety measures. The pandemic shift to various forms 
of remote and hybrid work was unplanned, but a universal workplace redesign 
that benefited many workers and their families, including employees with and 
without episodic disabilities. 

Among the adaptations was one that the disability community has been 
advocating for many years, the supported ability to work from home. Almost 
overnight, this long-sought change became a reality in industries where remote 
work was possible. 

Even though we can’t predict the future, we can consult with staff at various levels 
to continue to make changes that better support our work environments. 
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Wherever your organization is in the process of increasing staff and volunteer  
belonging, it is okay. The ongoing review process is about maintaining your 
direction and focusing on the larger goal. 

Communicating frequently during change and focusing on organizational  
values helps provide stability when employees may not see where the 
organization is headed. 

Also consider the practice of cultural humility. This perspective involves 
suspending the belief that your way of doing things is better than others or that 
everyone does or believes the same way. It’s ok to learn, change, and grow. 

Take time to honour the journey as you take steps to improve your work 
environment. 

Communicating to Build Belonging
This section focuses on communication practices that support  
inclusion and belonging. 

Workplace communication is often more than just transactional. Communication  
reflects how we relate to one another – whether we show respect, build trust,  
and support colleagues.

Communication at all organizational levels, from issues affecting the whole  
organization to one-on-one exchanges, is a process of learning to convey ideas 
that foreground people. This section explains not only how to convey a  
message but also how to connect with the people you want to reach. 

Consider the practice of reflexivity. Reflexivity involves thoughtful consideration  
of interactions and decisions. It supports stronger communication and connection  
with others. This process involves considering the communication details  
between people or how work is done. 
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Reflexivity considers: 

	� The experiences of the people involved 

	� The outcomes 

In addition to thinking deeply after a conversation, integrate reflexivity into 
your conversations. Questions don’t need to be complicated to be effective. 

Consider asking: 

	� Is the process working for you? 

	� What one thing might you change to make conversations better? 

Asking questions is a powerful way to make continued improvements. Questions 
can also show humility, which can benefit organizational relationships. 

Principles of inclusive communication: sensitivity, respect, humility, using inclusive 
language, and what each means. 

Consider whether you need to know health information in your role. In many cases,  
health information isn’t needed. Remember: 

	� A person’s episodic disability is a part of life, but not their only identity 

	� If someone discloses personal information to you, show respect by  
maintaining privacy
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Considering disability in organizational communication

Language used within the disability community to describe the experience of 
disability continues to change. People with disabilities may use person-centred or 
disability-centred language to describe their experience of living with a disability. 
Using disability-centred language may be used by some people living with 
disabilities to claim and centre their disability as a primary part of their identity.

Two common approaches exist, and individual preferences vary: 

	� Person-first, i.e., I live with HIV 

	� Disability-first, i.e., I’m HIV positive 

Show respect by mirroring the language the person uses to describe  
their experience. 
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When Communication Mistakes Happen

The following list describes ways of communicating that can influence how  
a conversation is received: 

	� Tone: Tone is the style, characteristic, or sentiment of a piece of content 

	� Tone Policing: Making assumptions about the tone a person uses and  
what it means 

	� Word Choice: Language includes the words, phrases, symbols, or metaphors 
used to describe something

How you speak is as important as what you say. Tone can vary significantly 
by culture, personal preferences, and with neurodivergence. So, avoid tone 
policing and instead ask for clarity about what the person meant, especially if 
you feel yourself reacting to what has been said. Simple phrases like ‘Can you 
help me understand what that means to you?’ can go a long way toward keeping 
communication channels open. 

When you make mistakes, don’t try to pretend something didn’t happen. 
Apologize for using an unwelcome term or phrase. Let the person know you’ll do 
better next time. Forgive yourself and try again. 

Humility in the context of episodic disabilities involves being mindful of  
potential assumptions about disability. Be open to learning about the realities 
of someone’s experiences with episodic disability. Recognizing our assumptions 
about people and culture is a lifelong process. When you do notice yourself 
making an incorrect assumption, acknowledge in your mind that the idea is false. 
Going forward, when you catch yourself making assumptions, replace incorrect 
ideas in your mind with correct ones. 
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Taking Your Communication to the Next Level 

You may have heard the term ‘active listening’. The ‘active’ part involves focusing 
on the person you’re speaking to while limiting distractions around you and in  
your mind. 

To actively listen: 

	� Stay focused on the message of the other person 

	� Suspend judgment of personal beliefs about the morality or correctness  
of a situation 

	� Avoid thinking up a response while the person is talking 

	� Allow space for meaningful silences in the conversation, especially if 
someone is thinking 

	� Acknowledge requests for support 

	� Pay attention to cultural aspects of communication, including the amount  
of eye contact, physical space between you 

Recognize power differentials in communication and seek to harness power to  
meet organizational needs and help staff, students, and volunteers be the best 
they can be in their roles.

Communication is a skill we can all improve. Listen to communicate and  
communicate to build people. In the process, you’ll make your workspace a  
better place to be for everyone involved. 
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Conclusion
Whether invisible or not, people are living with episodic disabilities in all parts  
of Canada’s museum sector; perhaps that person is you. In whatever your 
organizational role, you can play a part in improving conditions so that your 
workplace is a welcoming environment for people with disabilities. 

Making organizational change is a human process that involves uncertainty and  
acting even when the way might be unclear. Focusing on the ongoing journey of 
growth can make the experience of organizational change manageable and help 
maintain a forward momentum. Don’t give up on yourself or others. Keep trying. 

If you hold a senior position in your organization, take the lead on communication, 
organizational culture, and the integration of Universal Design changes. Your 
efforts will make a difference. Honour the steps that help you move toward a 
more integrated workplace. 

Together, you can make this happen.
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