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[bookmark: _Toc50377576]TOOLKIT: Health Advocacy for People with
Intellectual Disabilities in the COVID-19 Pandemic


While every community in the world is in a different position regarding the
COVID-19 pandemic, Special Olympics Programs all have one thing in common: an interest in ensuring health equity for people with intellectual disabilities (ID). 
Acknowledging that many Programs are facing unprecedented challenges, including staff reductions, Special Olympics encourages all Programs to respond to the pandemic in the best way they can under the current circumstances. In this toolkit, we will outline two advocacy strategies around health equity your Program may want to use to engage stakeholders and the community around this issue. These strategies are:
(1) Raise the awareness of government officials and ask them to take action for people with ID
(2) Use communications to educate and move your community to action
[bookmark: _Toc50377577]What goals do we aim to achieve with these strategies?
During this challenging time, Special Olympics wants to: 
· Ensure people with ID are treated with dignity during COVID-19 and do not face healthcare discrimination and medical resource discrimination/rationing by asking policymakers to
· Require immediate, wide-scale health care provider and direct support staff training on working with people with ID during the pandemic
· [bookmark: _GoBack]Ensure detailed data about the experiences of people with ID around COVID-19, the quality of care they are receiving, and the allocation of limited medical resources are gathered and made publicly available
· Ensure that people with ID have equal access to COVID-19 testing, support needed to receive quality care, and plain language educational documents and tools on preventing virus spread by asking policymakers to
· Designate people with ID as a priority population for COVID-19 testing and PPE in order to facilitate access
· Guarantee that people with ID be allowed to have the support person of their choice available to them during COVID-19 care, testing, and treatment
· Provide/promote professional education to health care providers, direct service providers, and caregivers on best practices to protect people with ID and on the unique needs and barriers faced by people with ID in order to improve access to care (including primary care) during the pandemic and beyond.
[bookmark: _Toc50377578]Who is the intended audience of this toolkit? 
The Program staff best situated to move this work forward are:
· the person(s) in the Program who leads on advocacy matters (e.g., lobbyist).
· the person(s) handling Communications.

[bookmark: _Toc48568337][bookmark: _Toc50377579]How can you use this toolkit?
[bookmark: _Toc48568338]This toolkit contains a mix of guidance and turn-key contents to help implement the suggested strategies and move towards health equity for people with ID in the COVID-19 era. 
[bookmark: _Toc50377580]Strategy #1 – Raise the Awareness of Government Officials and Ask Them to Take Action for People with ID
· This document provides instructions and sample language for communicating with your elected and other government officials to ask them to take actions to ensure health equity for people with ID during the COVID-19 pandemic.
· Please remember that, when advocating, each Special Olympics Program is responsible for ascertaining and following their own rights and obligations under their jurisdiction’s law concerning lobbying. Feel free to consult with SOI’s Government Relations team for help crafting any specific legislative asks. 
[bookmark: _Toc48568339][bookmark: _Toc50377581]Strategy #2 – Use Communications to Educate and Move Your Community to Action
· [bookmark: _Toc48568340]This document provides plug-and-play messages for your Program’s social media channels. The messages highlight some of the crucial issues that people with ID have faced and continue to face during this COVID-19 outbreak.
· Please note: while we have made an effort to select messages and media coverage that are relevant to and span all Special Olympics regions, we encourage you to identify and include sources and stories from your country.
[bookmark: _Toc50377582]Resources for Developing a Statement
· [bookmark: _Toc48568341]This document contains key messages to incorporate in any statement, as well as sample statements that SOI has issued on the topic of ID and COVID-19.
[bookmark: _Toc50377583]Appendix #1 – Additional Advocacy Opportunities and Strategies
· This document provides an overview of further issues of advocacy that your Program may wish to engage with stakeholders about. Even for those who do not intend to pursue these opportunities and strategies, this document provides valuable information about possible related issues and approaches, which may present opportunities for building new or solidifying existing partnerships.

[bookmark: _Toc48568342][bookmark: _Toc50377584][image: ]Appendix #2 – The Issue: Health Inequity for People with Intellectual Disabilities in the COVID-19 Era
· We include two versions of this advocacy two-pager focused on 
· policymakers. One is a turnkey infographic-driven leave-behind, 
· while the other goes in greater depth on the issues but is visually 
· less friendly. Both include key information that highlights the particular
vulnerability of people with ID in the pandemic, as well as proposed 
· action steps.  Find the sources for information in both versions 
· of the two-pager in the non-infographic version.

Appendix #3 – Know Your Health Rights
· This document is aimed at athletes, so that they can reflect on and evaluate any encounters they have had during COVID-19 in the health system. The intention is to help athletes enforce their rights, as well as report any possible violations to their rights.
[bookmark: _Toc48568344]
[bookmark: _Toc50377586]Appendix #4 – Story Bank Information
· This document serves as a reminder about how storytelling strengthens advocacy initiatives. If you use this document or other instruments for storybanking, make sure you comply with applicable laws related to preserving anonymity, eliminating or protecting identifying information, and/or obtaining consent to share individual stories.
[bookmark: _Toc50377587]Appendix #5 – What should an athlete do if s/he feels his/her rights have been violated
· This document is intended as a guide to the Program on information to gather about possible ways to complain about a human rights violation. This information may be valuable to share with your Special Olympics community in general, or directly with an athlete and their support network, as applicable, if a potential rights violation of a Special Olympics athlete comes to the attention of Program staff. 
[bookmark: _Toc48568346][bookmark: _Toc50377588]Practical Guidance for Using this Toolkit
· Advocacy is always more effective when it is not done in isolation. Identify other organizations and coordinate with partners in your advocacy approach to amplify the voice and need of people with ID.
· [image: ]As always, Special Olympics athletes are the movement’s most important voices and most compelling storytellers and advocates. Please make sure any advocacy you may do is in close consultation with, and ideally led, athletes. 

[bookmark: _Toc48568347][bookmark: _Toc50377589]Strategy #1 – Raise the Awareness of Government Officials and Ask Them to Take Action for People with ID

In order for your awareness-raising efforts be effective, you will need to take several steps:
1) Consider the template messages on the next page;  identify the option highlighted in red text that is most relevant to what is going on in your country, incorporating input from athletes about their priorities; and craft additional asks tailored to your
country’s situation.
2) Do background reading and research, as needed, to help inform your strategy. Several elements you should think about are:
· How is your government set up? 
· What type of actor makes decisions related to the issue(s) you want to raise awareness and generate action about (for example, legislators/members of Parliament, officials within a specific Ministry, the President)? 
· [image: ]Note: you must be sure that what are asking a government official is within the scope of their responsibility and influence, which may mean that you will send different requests to different actors
3) Please contact your Regional Health Manager (RHM) or Meredith Pierce (mpierce@specialolympics.org) and Anjela Jenkins (ajenkins@specialolympics.org) with copy to your RHM if you would like technical assistance developing your strategy.




Template Background Letter
People with intellectual disabilities (ID) tend to be less healthy than their peers in the general population: they have a high occurrence of health risk factors like obesity and diabetes and are at higher risk of respiratory disease, of influenza, of pneumonia, and of death from these causes. They may also be more vulnerable to COVID-19, particularly as many people with ID live in group settings, where we have seen how COVID-19 moves quickly through the population with often devastating effects.
Nevertheless, the most important risk for people with ID is not the underlying condition, but the lack of access to quality and affordable health care. Over 80% of health care professionals have not received training on how to treat people with ID and do not necessarily know how to communicate with people with ID or feel comfortable treating them. 
5
The barriers people with ID face in the health system matter now more than ever with COVID-19. They can mean the difference between life and death. Health care professionals may not know how to communicate with people with ID about COVID-19 prevention and symptoms in a way that they understand. Hospitals are not set up to address the communication and sensory needs of people with ID. Health care professionals may not feel comfortable or confident conducting nasal swabs or other procedures on people with ID, who may have a harder time cooperating. They may not be able to convey testing results, explain treatments, and give instructions in a way that people with ID can follow, understand, and comply. 
[image: ]COUNTRY is having difficult conversations about how to use limited medical resources, including personal protective equipment (PPE), COVID-19 testing, and intensive care equipment like ventilators. Many of the policy options that have been discussed prioritize healthier people for life-saving measures without asking how the less healthy got that way in the first place. 
People with intellectual disabilities (ID) are particularly in need of proactive measures and protection from discrimination during the COVID-19 pandemic. Please take action:[image: ]




1. Designate people with ID as a priority population for COVID-19 testing and PPE in order to facilitate access 



2. Require immediate, wide-scale health care provider and direct support staff training on working with people with ID during the pandemic



3. Ensure detailed data about the experiences of people with ID around COVID-19, the quality of care they are receiving, and the allocation of limited medical resources are gathered and made publicly available 



4. Guarantee that people with ID be allowed to have the support person of their choice available to them during COVID-19 care, testing, and treatment



5. Support funding to improve the health of people with ID during the pandemic
and beyond


[bookmark: _Toc48568353][bookmark: _Toc50377590]Strategy #2 – Use Communications to Educate & Move People to Action
The below content has been selected to plug-and-play on social media with the following goals:

1) Ensure people with ID are treated with dignity during COVID-19 and do not face healthcare discrimination and medical resource discrimination/rationing. 

2) Ensure that people with ID have equal access to COVID-19 testing, support needed to receive quality care, and plain language educational documents and tools on preventing virus spread.

3) Provide/promote professional education to healthcare providers, direct service providers, and caregivers on best practices to protect people with ID and on the unique needs and barriers faced by people with ID in order to improve access to care (including primary care) during the pandemic and beyond.

· The most important risk people with intellectual disabilities face in the COVID-19 era is the lack of access to healthcare. Special Olympics Chief Health Officer Dr. Alicia Bazzano shares practical pointers for how health professionals can reach this population: https://www.youtube.com/watch?v=_x3dQNb7IMo 
· Coronavirus lockdowns touched something deep in the community of people with intellectual disabilities. As Loretta Claiborne, a Special Olympics pioneer and Chief Inspiration Officer, put it: “Isolation isn’t new to me. I’ve dealt with it my whole life.” https://www.washingtonpost.com/opinions/2020/05/13/isolation-isnt-new-those-with-intellectual-disabilities-covid-19-still-poses-threat/
· Living in group settings like group homes and institutions may make people with intellectual disabilities more vulnerable to infection with COVID-19. “In Japan, for example, there were 86 cases of coronavirus at a center for the intellectually disabled in Chiba prefecture near Tokyo.” https://asia.nikkei.com/Opinion/Asia-is-neglecting-disabled-people-during-coronavirus-outbreak 
· The loneliness we have all felt during the COVID pandemic and quarantine is the status quo for many people with ID.  Even before the COVID pandemic, many people with ID reported feeling lonely at 4 times the rate of the general population. https://www.weforum.org/agenda/2020/04/covid-19-isolation-disabilities, https://www.weforum.org/agenda/2020/04/covid19-coronavirus-intellectual-disabilities-loneliness/
· Lockdown, quarantine, confinement, isolation – called different things in different places, restrictions on movement have been a common government response to try to control the COVID-19 pandemic. People with autism spectrum disorders may be particularly affected by these measures. 
· Although there was a lag in adoption time, many countries adopted exceptions that allow people with autism spectrum disorders and intellectual disabilities time outdoors. https://www.latinamerica.undp.org/content/rblac/en/home/blog/2020/la-poblacion-con-trastornos-del-espectro-autista-frente-al-covid.html
· Authorities and the general population generally have limited understanding about the situation of people with intellectual disabilities, including during COVID-19. In Spain, at least, the results include many instances of “authorities questioning or penalizing autistic individuals for being outdoors, as well as harassment from civilians.” https://www.reuters.com/article/us-health-coronavirus-spain-autism/insults-and-fines-autistic-young-spaniards-struggle-under-lockdown-idUSKCN21W0TD
· Shange, the mother of a child with an intellectual disability in South Africa, “worries that treating her son, should he become infected [with coronavirus], could be difficult. ‘If he gets the virus, even if it’s on the milder side, he won’t understand that he has to be on oxygen or take medication. Taking instructions from strangers could be hard for him, especially if he’s not allowed visitors…,’ she says.” https://www.newframe.com/intellectual-disability-and-covid-19-uyas-story/
· Special Olympics supports health care professionals with training to help change these biases and achieve health equity for people with intellectual disabilities—during the COVID-19 pandemic and beyond.  https://learn.specialolympics.org/
· Adults with intellectual disabilities (ID) are more likely to develop pneumonia than adults without ID. Pneumonia is one of the severe complications of COVID-19. Ensuring that medical professionals know about this increased risk is key to people with ID getting the attention they need in the COVID-19 era. https://lernercenter.syr.edu/2020/04/27/covid-19-and-pneumonia-increased-risk-for-individuals-with-intellectual-and-developmental-disabilities-during-the-pandemic/
· Statistics from the United Kingdom show that people with disabilities are dying at much higher rates than people without disabilities. This is particularly the case for women with disabilities who, in the March to May 2020 period, were “more than 11 times more likely to die from coronavirus than their peers.” https://www.bbc.com/news/uk-53221435
· The right to health of people with intellectual disabilities is in danger during COVID-19. In the United Kingdom, some general practitioners actively implied that people with ID were unlikely to be admitted to hospital for COVID-related treatment and requested that people with ID sign “do not resuscitate” orders saying they do not want life-saving care or treatment.  In other instances, these orders were prepared without the knowledge of the person with ID, their family, or the individuals who provide care. https://www.hsj.co.uk/coronavirus/unprecedented-number-of-dnr-orders-for-learning-disabilities-patients/7027480.article
· Bias against people with intellectual disabilities (ID) is a serious concern during COVID-19. The Special Envoy of the United Nations Secretary-General on Disability and Accessibility highlighted the situation of Oscar Walter, a person with Down syndrome, in Chile. During his 5-day hospitalization for severe coronavirus pneumonia, he was never given access to a mechanical ventilator, and he ultimately died. His family claims that he was denied adequate care because of his disability. https://www.un.org/development/desa/disabilities/wp-content/uploads/sites/15/2020/08/The-right-to-life-of-persons-with-disabilities-in-the-pandemic.-Mensaje-Magazine.-Chile..pdf
· Governments must adjust their policies to avoid unintended consequences for people with intellectual disabilities (ID). Yan Cheng was an adolescent with ID who lived in China. He lived with his father and brother, who helped meet his daily needs. When his family members were removed from the home and quarantined for suspected coronavirus infection, the adolescent remained without care and ultimately died. https://www.theguardian.com/world/2020/jan/30/disabled-teenager-in-china-dies-at-home-alone-after-relatives-quarantined
· Lack of accessible health information has been a major problem for people with intellectual disabilities around the world. In Ethiopia and several other countries in Africa, the laws and policies requiring accessible information are not implemented or enforced. https://cipesa.org/2020/04/why-access-to-information-on-covid-19-is-crucial-to-persons-with-disabilities-in-africa/ This is similarly the case in the Lebanon, where government communications are not necessarily in plain language. https://www.hrw.org/news/2020/05/11/lebanon-people-disabilities-overlooked-covid-19
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[bookmark: _Toc50377592]Key messages
· People with intellectual disabilities (ID) may be at greater risk than the general
population of contracting COVID-19, suffering complications from it, and dying from it.
· Three main factors put people with ID at greater risk:
· Some people with ID have inherently higher risks. For example, people with Down syndrome may have compromised immune systems, which lead to higher rates of respiratory illnesses. People with cerebral palsy often have associated scoliosis or spine curvature and low muscle tone that produce higher risk of pneumonia and difficulties with secretions.
· Many people with ID have the kind of health conditions that seem to make COVID-19 more difficult to recover from, like diabetes and high blood pressure. This population’s poorer-than-average health is because they lack access to quality health care—most health professionals are not trained on working with people with ID.
· A large number of people with ID live in group settings like group homes, where social distancing is difficult and staff may not have the most up-to-date training.
· People with intellectual disabilities are at risk of being de-prioritized for or disqualified from COVID-19-related medical attention, including life-saving measures, because of their poorer-than average health. This punishes people for factors that were out of their control in the first place and has the possibility of changing the face of society for the worse.
· The health system, including health education, must recognize the value and respond to the needs of vulnerable populations, like people with ID. In the words of Special Olympics athlete Danielle Liebl: People with ID “are just like any other patient. They have health problems, discomfort problems…It just may take a little bit more time to listen to what they have to say.”

[bookmark: _Toc50377593]Examples
· Statement by Special Olympics New York President, Stacey Hengsterman - https://www.specialolympics-ny.org/news/statement-by-special-olympics-new-york-president-ceo-stacey-hengsterman-on-covid-19-outbreak-in-nyc-group-homes/
· Statement by Special Olympics Inc., Chief Health Officer, Dr. Alicia Bazzano - https://www.specialolympics.org/stories/news/special-olympics-chief-health-officer-responds-to-covid-19-outbreak
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[bookmark: _Toc48568357][bookmark: _Toc50377594]Infographic - The Issue: Health Inequity for People with Intellectual Disabilities in the COVID-19 Era
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At least one-third of people with ID reside in congregate settings, such as group homes, nursing 
homes, or institutions. Around one-fifth of COVID deaths in the US as of April 2020 were tied to
such facilities. This is because of the difficulty observing social distancing in these settings due to
the number of residents/participants and their care/support needs.



Certain conditions associated with intellectual disability have inherent health risks; for example, 
people with Down syndrome may have compromised immune systems, which lead to higher rates of 
respiratory illnesses, and people with cerebral palsy often have associated scoliosis or spine curvature 
and low muscle tone that produce higher risk of pneumonia and difficulties with secretions. 



Health Inequity for People with
Intellectual Disabilities in the COVID-19 Era



Because over 80% of health care professionals have not received training on how to 
treat people with ID, many health professionals are unaware of these realities about 
people with ID.  This can make it more difficult for people with ID to get the 
COVID-related care that they need. Lack of training about and exposure to people with 
ID also means many health professionals feel uncomfortable treating this population
and may not know simple but important adjustments; for example, longer appointment 
times, simpler language, and visual supports for patient education.



The Issue:



People with intellectual disabilities (ID) may be particularly
vulnerable to COVID-19 infection and complications.



Difficulty accessing services is a significant reason that people with ID experience poorer health 
than the general population: people with ID have up to 2.5 times as many chronic health conditions 
as their peers in the general population. 



There is much to learn about COVID-19, but studies have highlighted some of the chronic conditions
that are prevalent among people with ID as risk factors for COVID-19 complications. For example: 
people with ID have up to two times the prevalence of asthma of the general population and 
hypertension is almost 35% more prevalent among adults with cognitive limitations than adults
who have no disability.  



With COVID-19 stretching resources thin, health care providers are being called on to make 
exceptionally complex ethical decisions in a rapidly changing operational environment. Putting a 
person’s current health status puts those who have a history of being left out at risk of losing out
on life-saving healthcare. 



1/3



1/5



You can help people with ID during the COVID-19 crisis
... and beyond. Special Olympics can show you how.



The Solution:



An ounce of prevention 
is worth a pound of cure. 
Designate people with ID 
as a priority population 
for COVID-19 testing in 
order to facilitate access 
to testing.



Accessibility & reasonable 
accommodations mean 
different things to
different people.
Provide clear guidance that 
people with ID be allowed 
to have the support person 
of their choice available to 
them during COVID-19 care.



Information is power. 
Require immediate, 
wide-scale health care 
provider and direct 
support staff training on 
working with people with 
ID during the pandemic.



Let the sun shine in. 
Ensure public availability 
of detailed data about
the health care during 
COVID-19, including the 
allocation of limited 
medical resources.



Be a champion of 
inclusion. Support 
funding to improve
the health of people 
with ID during the 
pandemic and beyond.
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