
 

 



 

 

 M­Äº º| ´ A­­Ӄ¦ º 
This toolkit is an opportunity to share tools with direct support professionals (DSPs) who are interested in 

improving the health and health care of the people they support. The resources included in this toolkit can be 

used together, or as stand-alone materials, depending on the needs, goals and existing resources in your 

agency. We encourage you to use whichever pieces of this toolkit you feel are appropriate for your site. We 

have made electronic versions of all materials available (nutsandboltstools.com). Where available, we have 

included a modifiable version (usually in Microsoft Word), that can be downloaded, then further adapted for 

your site. We do ask that acknowledgment be given to the Health Care Access Research and Developmental 

Disabilities (H-CARDD) program and Vita Community Living Services (CLS).  
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This toolkit has been prepared by the H-CARDD team in partnership with Vita CLS. H-CARDD is a research 

program based in Ontario, Canada, and has been studying health care outcomes of adults with intellectual 

and developmental disabilities (IDD). Vita CLS is a non-profit community organization that provides services 

to adults with developmental disabilities and dual diagnosis (developmental disability accompanied by a 

mental health support need). Vita CLS provides residential supports, treatment programs, respite programs, 

and community participation programs, as well as clinical and educational services. In 2017, we received a 

grant from the Ministry of Community and Social Services (now Ministry of Children, Community, and Social 

Services) through their Modernization Fund to identify the needs of direct support professionals in relation to 

health care, and to design appropriate tools and resources together with them. This toolkit is the product of 

our two-year effort, informed by speaking with DSPs, supervisors, directors, and self-advocates from Vita CLS 

as well as with health care providers.  
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A­­Ӄ´ J«T A °´ Z­³ ,XJº| $J³X E ´ º´ŷInformation to help DSPs and the people you  

support prepare and participate in health care visits. 

 

 

 

(«|J«N «z $­ªªÄ« NJ ­«ŷTips and information on fostering excellent communication 

with the people you support, and role modelling it to others (including health care providers).  

 

 

 

,XJӃº| $J³X .«Z­³ªJ ­«ŷInformation and resources on health care conditions that  

commonly affect people with IDD.  

 

 

 

 

5­« º­³ «z $|J³º´ŷMonitoring charts on various health issues and conditions that you can 

use to collect data and health information.  

 

 

 

,XJӃº| $J³X ,J«T­Äº´ Z­³ ;X­°ӃX Ç º| .&&ŷInformation sheets and handouts on 

common health care conditions and procedures to give out and review with the people you 

support to help them understand these health care issues and prepare for procedures. 

Picture on cover page features Kerry Ann Pryce, Julietta Gulli, and Dr. Dara Abells 

from the Nuts and Bolts video The Game Changer: The Doctor Visitó 
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http://nutsandboltstools.com
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This toolkit is for DSPs to better support people with IDD when it comes to their health, as well as their health 

care.   

We now know that adults with IDD have worse mental and physical health than adults without these disabilities 

and their health problems can lead to the use of many medications, some with very serious side effects, lots of 

doctor visits, as well as visits to the emergency departments and even hospitalizations for some people. There 

can be repeated visits to hospitals, unnecessarily long hospital admissions, and even death. Many things can be 

done to improve the health of adults with IDD and DSPs can play a very important role.  

But to make changes, DSPs need information about how to manage common health issues, about how to talk 

about health issues and health care, and about how to navigate the health care system. This toolkit has both 

information for DSPs but also tools that can be helpful for the people they support. 
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IDDs begin in childhood and  are lifelong disabilities that impact thinking and day-to-day activities. Here is some  

general information: 

 

.´ º|X³X J Z­³ªJӃ TX`«  ­« Z­³ .&&ų 

Although we encourage you to look into the various definitions for IDD, criteria generally include: 

¶ Originated before the person reached 18 years of age;  

¶ Are likely to be life-long in nature; and  

¶ Affect areas of major life activity, such as; personal care, language skills, learning abilities, the capacity to 

live independently as an adult, or any other prescribed activity.  

 

,­Ç N­ªª­«  ´ .&&ų 

¶ Between 1 and 3 out of 100 people have an intellectual or developmental disability.  

 

F|Jº NJÄ´X´ .&&ų  ³X °X­°ӃX JӃÇJÉ´ M­³« Ç º| J« .&&ų 

¶ For some people, IDD will be genetic, like Down syndrome. 

¶ Other times, an IDD can occur due to damage to the brain caused during childbirth or when the person is 

quite young.  

¶ And sometimes, the cause or òetiologyó of the disability is not known. 

 

&­X´ .&& J]XNº °X­°ӃX  « º|X ´JªX ÇJÉ´ų 

¶ No. Everyone will be impacted by their IDD in a unique way. Some people may need more support in certain 

areas of life than other people.  

¶ There are probably some people in your agency for whom it was very clear from the time they were young 

children that they had an IDD, and for others it may not have been as obvious. 

 

F|Jº JM­Äº °X­°ӃX Ç º| ª­³X ´XÆX³X ӃXÆXӃ´ ­Z T ´JM Ӄ ºÉų 

¶ They may require help in all aspects of their day-to-day life. 

¶ They are likely to have medical issues related to their disability.  

¶ Their ability to describe and report on their health may be particularly compromised, so having familiar 

people who know the person well is important. 

 

F|Jº JM­Äº °X­°ӃX Ç º| ª­³X ª ӃT T ´JM Ӄ  X´ų 

¶ You may not always know with this second group whether they for certain have IDD as defined in legislation, 

or in medical diagnostic criteria.  

¶ Even though the disabilities may be more subtle for this second group, we know that their lived experience 

can still be quite stressful for them and their families.  

¶ Sometimes, having a more mild disability means additional challenges accessing services, which is stressful 

and can lead to poorer health outcomes.  

¶ Having independence can also mean having less supervision and support, which can lead to making choices 

that can be harmful to one's health.  

¶ Not understanding a disability can also lead to interpersonal tensions at home, at school, and at work, 

because expectations are not realistic, and supports are not in place.  

¶ Individuals in this second group can have a host of physical and mental health issues that develop over time. 

If health care providers don't recognize that there is a disability, they might only see the health issues and 

wonder why the person is having difficulties explaining what is wrong and following through with treatment.  
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The Developmental Disabilities Primary Care Program (DDPCP) is a program of Surrey Place that collaborates 

with primary care providers (family doctors, nurses, health care providers) throughout Canada, researchers and 

knowledge translation professionals to publish guidelines and corresponding clinical practice tools and 

educational materials to assist primary care providers in their care of patients with intellectual and 

developmental disabilities (IDD).  

Nuts and Bolts has partnered with the DDPCP to publish two new tools, About My Health and My Health Care 

Visit. You can find these in the Tools and Tips for Health Care Visits section of this toolkit. These are tools that 

direct support professionals (DSPs) can use with the people you support when preparing for and attending 

health care visits, to enhance comfort, communication and effectiveness in the visit. 

 

In this toolkit, you will also find other tools published by the DDPCP, including the monitoring charts (see the 

Tracking Sheets section), and information on seizures (see the Health Care Information section). The DDPCP is 

updating many of their tools in 2019. For the most up-to-date versions of their tools, we encourage you to visit 

their website: www.ddprimarycare.surreyplace.ca.  

To read a copy of the most recent Canadian consensus guidelines, Primary care of adults with intellectual and 

developmental disabilities, please visit: http://www.cfp.ca/content/64/4/254 . 
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http://ddprimarycare.surreyplace.ca/
http://www.cfp.ca/content/64/4/254
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Direct support professionals (DSPs) are people who work directly with people with disabilities  to help 

support them in activities of daily living. Staff in developmental sector agencies are typically called DSPs. 

 

&ÄJӃ & Jz«­´ ´ŷ 
The term dual diagnosis means that someone has both an intellectual and developmental disability (IDD) 

and a mental illness or an addiction. 

 

,-$ >&&ŷ 
H-CARDD stands for Health Care Access Research and Developmental Disabilities. H-CARDD is a 

program with a team of a researchers who study the health of adults with developmental disabilities.  

H-CARDD was a partner in developing the Nuts and Bolts Toolkit, and it has also developed other toolkits 

on health and developmental disabilities for staff in emergency care departments and primary care 

settings.  

 

,XJӃº| $J³X ;³­Æ TX³ Ǝ,$;Əŷ 
It is true that all of us can be involved in health care, but health care providers are professionals who 

work in health care and who give health care. This includes doctors, but it can also include other parts of 

the team like a nurse, social worker, psychologist, or x-ray technician. DSPs are not considered health 

care providers. 

 

.«ºXӃӃXNºÄJӃ J«T &XÆXӃ­°ªX«ºJӃ & ´JM Ӄ  X´ Ǝ.&&Əŷ 
Intellectual and developmental disabilities (IDDs) are conditions that are usually present at birth or at a 

young age and that affect the trajectory of the individualõs physical, intellectual, and/or emotional 

development. Some people with IDD have genetic conditions such as Down syndrome, Prader-Willi 

syndrome, or Fragile X syndrome. 

 

2XzJӃ $J°JN ºÉƄ$J°JN ºÉ º­ $­«´X«ºŷ 
Legal capacity means having the ability to understand the information that is being presented (knowing 

the risks and benefits of the decision), and to appreciate how it relates to you (for example, being able to 

explain what happens if you agree to treatment, but also understand the consequences if you refused it). 

 

5X«ºJӃ ,XJӃº|ŷ 
Mental health refers to our emotional, psychological, and social well-being. Our mental health affects 

how we think, feel, and act. People with mental health disorders such as depression, anxiety, 

schizophrenia, bipolar disorder, obsessive-compulsive disorder (OCD), or post-traumatic stress disorder 

(PTSD) may have difficulties with their thinking, mood, and behaviour.  

 

?ÄM´ ºÄºX &XN ´ ­« 5J¦X³ŷ 
When doctors see patients, they need to determine whether the person is capable or incapable of 

making their own health care decisions. When a person is found to be incapable, a substitute decision 

maker makes the decision. DSPs cannot be substitute decision makers for the people they support.  
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Angelman syndrome is a genetic disorder that occurs because of a lack of expression of a gene on a maternally 

inherited chromosome. Angelman syndrome is associated with severe intellectual disability and characteristic 

facial features. 

 

People with the condition typically have physical challenges, such as delayed motor milestones, movement or 

balance disorders, limited or no speech, seizures, and sleep disturbances. Common behavioural characteristics 

associated with the condition include apparent bouts of excessive, often inappropriate laughter, easily 

excitable, and repetitive or stereotyped behaviours (such as hand flapping and mouthing). 

 

 Ä ´ª ?°XNº³Äª & ´­³TX³ 
Autism spectrum disorder (ASD) is a condition that typically appears early in childhood development and 

includes impairments in social interaction and communication, and restricted, repetitive behaviours or 

interests. People with ASD can have different levels of difficulties in these areas. These difficulties interfere 

with their ability to function in social, academic, and employment settings.  

 

People with ASD are also more likely to have psychiatric problems such as anxiety, depression, obsessive-

compulsive disorder, and eating disorders. People with ASD often have trouble interacting with other people 

and understanding and using non-verbal social cues such as eye contact, facial expressions, gestures, and 

body language.  

 

$X³XM³JӃ ;JӃ´É 
Cerebral palsy is an umbrella term, which means it refers to a group of disorders and symptoms. While all the 

possible symptoms, disabilities, and complications are related, one personõs experience is often very different 

from anotherõs. 

 

Cerebral palsy is the most common disability that impacts movement and motor skills. It is a neurological 

disorder that affects motor skills, movements, and muscle tone. Brain damage is the underlying cause. The 

damage may occur while the baby is still in utero, during labor and delivery, or shortly after birth. 

 

Having cerebral palsy can lead to a number of other medical conditions, depending on the severity of the 

disorder, such as speech problems, learning disabilities, cognitive impairments, problems with hearing and 

vision, epilepsy, emotional and behavioural issues, spinal deformities, and joint problems.  

 

&­Ç« ?É«T³­ªX 
Down syndrome (or Trisomy 21) is a genetic condition that is associated with intellectual disability. The 

condition is caused by being born with an extra part or full chromosome. People with Down syndrome have a 

characteristic facial appearance.  

 

People with Down syndrome may have a variety of physical health issues. About half of all affected children are 

born with a heart defect. Digestive abnormalities, such as a blockage of the intestine, also occur sometimes, 

but these are not as frequent. Adults with Down syndrome can have thyroid problems, sleep apnea, and may 

also develop Alzheimerõs disease as they age.  
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*XºJӃ  ӃN­|­Ӄ ?°XNº³Äª & ´­³TX³ 
Fetal Alcohol Spectrum Disorder (FASD) is a term used to describe the range of effects that can occur in an 

individual whose mother consumed alcohol during pregnancy. 

 

When a woman drinks alcohol while pregnant, her fetus is exposed directly to alcohol through her bloodstream. 

Alcohol can interfere with the growth and development of all fetal body systems. The developing central 

nervous system (the brain and spinal cord) is most vulnerable to the damaging effects of alcohol. These effects, 

which can vary from mild to severe, may include physical, mental, behavioural, and/or learning disabilities with 

possible lifelong implications. 

 

*³Jz ӃX G ?É«T³­ªX 
Fragile X syndrome occurs in individuals with a specific genetic mutation and is the most common type of 

hereditary intellectual disability. Typically, males with this condition have moderate intellectual disability and 

females with the condition tend to have mild intellectual disability. Some males with this condition will have a 

large head, long face, prominent forehead and chin, protruding ears, joint laxity, and large testes after puberty. 

Behavioural abnormalities, including autism spectrum disorder, are common in people with this condition as 

well. 

 

;³JTX³-F ӃӃ  ?É«T³­ªX 
Prader-Willi syndrome is associated with weak muscle tone and feeding difficulties in early infancy. After 

infancy, individuals develop excessive eating patterns and usually develop obesity, unless their eating is 

controlled by others. Short stature is common (if not treated with growth hormone); characteristic facial 

features, strabismus (a vision problem), and scoliosis are often present. 

 

People with Prader-Willi syndrome typically have delays in their motor and language skills. Everyone with this 

condition experiences some degree of cognitive impairment. Behavioural problems such as temper tantrums, 

stubbornness, and obsessive-compulsive behaviour are often present as well. Hypogonadism is present in both 

males and females and manifests as genital hypoplasia, incomplete pubertal development, and, in most, 

infertility.  
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https://www.ncbi.nlm.nih.gov/gtr/conditions/C1510586/  

https://ghr.nlm.nih.gov/condition/down-syndrome 

http://ddprimarycare.surreyplace.ca/tools-2/health -watch-tables/ 

https://www.cerebralpalsyguidance.com/cerebral-palsy/ 
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A °´ Z­³ * ӃӃ «z ­Äº º|X  M­Äº 5É ,XJӃº| A­­Ӄ 
The About My Health tool was created to help the people you are supporting share key health information with new 

health care providers to help appointments run more smoothly. This tool provides a brief summary of a personõs 

health that will help health care providers understand their strengths and needs more easily.  

 

Here are some tips to help you fill out and use the About My Health tool: 

 

¶ When filling out the tool with someone you are supporting, consider the personõs level of independence: 

 ̓ If they require greater support, you may want to try to involve family members or staff who know the person 

you are supporting well to get their input as you are filling it out. 

 ̓ If the person you are supporting is more independent, you can invite them to fill it out with support or to fill 

it out on their own.  

 

¶ This tool should be updated on a yearly basis to ensure that the information listed is up-to-date.  

 

¶ This tool was not designed to be taken to every health care visit. Instead, this tool can be photocopied and 

used to: 

 ̓ Provide a summary of a personõs health to a new health care provider (e.g., family doctor, specialist, walk-

in clinic, emergency room visit, hospital visit, dentist, eye doctor, etc.). 

 ̓ Provide health information to a health care provider you are seeing again after there has been a change in 

the health of the person you are supporting. 

 ̓ Orient new staff who are not familiar with the needs of the person they will be supporting. This is especially 

important in cases of emergency where a non-primary staff has to accompany the individual to a health 

care visit. 

 

¶ This tool is not meant to provide an individualõs full and detailed medical history. Instead, the purpose of this 
tool is to highlight key aspects of an individualõs medical record that are important for health care providers to 

know.  

 

Here are some tips to help you fill out specific sections of the About My Health tool: 

 

 

     

 

    òThings I want you to know about meó section: 
 

 ̓ Make sure that the person you are supporting is 

comfortable with the information that is listed in this 

section (e.g., specific difficult life experiences) as there 

may be some information that the person you are 

supporting may not want to share with health care 

providers.   

 

 ̓ If they are able, it is important that the person you are 

supporting is given the opportunity to approve the 

information that is provided.  
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Difference between òMy emergency contact, Individual who helps make health care decisions, and Individual who 

should be told about health care appointmentsó: 

 

¶ These three types of contacts may be the same 

person in some circumstances but it is important to 

be clear what exactly each contact means so the right 

individuals are listed:  

 ̓ Emergency contact:  This is the person who the 

individual you are supporting would like to call 

first in the event of an emergency. This may be a 

family member or friend. 

 ̓ Individual who helps make health care decisions: 

The person listed here could be the individualõs 

substitute decision maker (i.e., the individual 

whose responsibility it is to make decisions for a 

person who is not able to make his or her own 

health care decisions) if they have one, or 

someone else the person likes to be involved in 

decisions about their health. Note: A substitute 

decision maker cannot be a staff/paid caregiver. 

 ̓ Individual who should be told about health care 

appointments: This is a person that the individual 

you are supporting would like to be notified when 

a health care appointment is needed and/or 

scheduled. This may be a family member or 

friend. 

 
 

¶ It is important to include all of the contact information of the personõs family doctor/nurse practitioner and 
pharmacy because these contacts will be important to have available when health care decisions (e.g., 

medication changes) are made.  

 

¶ Remember to notify the health care provider if the individual you are supporting has a crisis plan. 

 

¶ If there is not enough room on the page to include all of the necessary information, remember that additional 

information can always be attached to this tool.  
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The My Health Care Visit tool was created to help the people you are supporting to be more involved in their health 

care. This tool is designed to help people with disabilities to be more actively involved in the health care visit and in 

preparing for the visit.  

 

Here are some tips to help you fill out and use the My Health Care Visit tool: 

 

¶ When filling out the tool with someone you are supporting, consider the personõs level of independence: 

 ̓ If they require greater support, you may want to try to involve family members or staff who know the person 

you are supporting well to get their input as you are filling it out. 

 ̓ If the person you are supporting is more independent, you can invite them to fill it out with support or to fill 

it out on their own.  

 

¶ This tool was designed to be used for any health care visit (e.g., with a family doctor, specialist, walk-in clinic, 

emergency room visit, hospital visit, dentist, eye doctor, etc.). 

 

My Health Care Visit: Preparing for the Visit 
 

¶ The first page of the tool should be filled out as soon as the health care visit is booked (this could be days or 

weeks in advance).   

 

¶ The staff helping fill out the tool does not have to 

be the same staff who attends the appointment. 

 

¶ It can be helpful to read this section aloud or to 

show it to the health care provider at the 

beginning of the visit so that any health 

questions/concerns can be discussed and are not 

forgotten. 

 

¶ For the section called òHave any of these been 
bothering me in the last week (or longer?)ó when 

trying to decide whether to mark issues as 

possible òproblemsó for the health care provider 

to look into, think about whether each issue 

represents a change that has made the person 

you are supporting different from their usual self. 

If it is a change, it should be checked off. 

 

¶ A tracking sheet should be completed for any 

health concern the person you are supporting is 

having. 

 

 ̓ Begin tracking once you recognize the person 

you are supporting is experiencing a problem. 

This will allow you to begin collecting data/

information leading up to the appointment 

that will be helpful for the health care provider 

to know. 

 

¶ Tracking sheets can be found in Section 4 of the Nuts and Bolts Toolkit. 
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My Health Care Visit: During the Visit  
 

How do you fill out the second page of the tool when you are in the appointment? 

 

 

Option 1: Invite the health care provider to fill out 

this side of the tool with you and the person 

you are supporting during the visit, as you 

discuss different issues that come up.  

 

Option 2: If the health care provider says that they 

do not want to fill out the tool, ask them if they 

would be willing to print off a copy of their note 

from the appointment or a letter summarizing 

the required information and attach it.  

 

Option 3: If the health care provider does not wish 

to do either option 1 or 2, summarize what the 

health care provider is telling you, ask them to 

confirm that what you summarize is correct, 

and write it down on the tool while you are still 

in the appointment.  
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Date: _______________ 
 

Dear Family Member/Caregiver, 
 
We are writing to inform you about a change in our procedures at [agency name]. In an effort to 
better support the health of the people we support, we have updated the tools we will be using at 
health care visits. 
 
This change has two purposes:  
1. To empower the people we support to be more involved in their own health care.  
2. To ensure the right information is getting to the provider and returning with the patient.  
 
Both tools were developed based on input from health care providers, direct support professionals, 
and adults with developmental disabilities.  
 
About My Health Tool:  
This is a new tool that includes the key information that is important for all health care providers to 
know about the patient (e.g., history, health conditions, hobbies/interests, allergies, etc.). We will be 
bringing a copy of this tool to all health care appointments with new providers or those who have not 
seen it yet. We would greatly appreciate your help with filling out this tool, and may ask for your input 
on some of the questions as we complete it. 
 
My Health Care Visit Tool: 
This tool has two parts. One part will be filled out before the health care visit, and includes the 
reason for the visit and any new symptoms or issues the person is experiencing. It is our hope that 
providing the health care provider with this information up front will help the appointment go more 
smoothly.  
 
The second part of the tool is to be filled out during the appointment and includes a summary of the 
visit. This will help make sure that the information the doctor provides is understood and that 
everyone is on the same page. We hope that this change will also allow for better communication 
about health care visits between staff and families.  
 
We really value your engagement and commitment to working with us as we work to improve the 
health care of the people we support. We are also continuing to improve the tools and welcome your 
feedback. Feel free to email [insert contact person at your agency] with any suggestions you have. 
 
Sincerely, 
[Signature] 
[Name, Title, Contact information] 

This is a sample letter that your agency can send to family members of the people your agency supports to help them 
understand why the agency is implementing new tools for health care visits and how they can help. 

Insert agency logo here Template Letter to Explain New Health Care Tools  

to Family Members/Caregivers 
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Health Care Providerôs Name  
Address  
Phone/Fax 
 
Date: __________________  
 
Dear Dr. _______________,  
 
We are writing to inform you about a change in our procedures at [agency name]. In an effort to 
better support the health of the people we support, we have updated our health care tools. 
 
This change has two purposes:  
1. To empower the adults with developmental disabilities we support to be more involved in their 
own health care.  

2. To ensure the right information is getting to the provider and returning with the patient.  
 
Both tools were developed based on input from health care providers, direct support 
professionals, and adults with developmental disabilities.  
 
About My Health Tool:  
We introduced a new About My Health tool that includes key background information on the 
patientôs health. The tool includes information that the people we support feel would be helpful for 
health care providers to know about them (e.g., patient contact information, history, conditions, 
etc.). We will be bringing a copy of this tool to all health care appointments with new providers. 
You do not need to fill anything out on this tool, it is just intended for your reference. 
 
My Health Care Visit Tool: 
The tool has two sides. One side will be filled out before we come to your office, and includes the 
reason for the visit and any new symptoms or issues the patient is experiencing. It is our hope that 
providing you with this information up front will help the appointment go more smoothly.  
 
The second side of the My Health Care Visit tool asks for a brief summary of the visit. We are 
hoping that you will help us fill out this section so that we can make sure that the patient and staff 
understand everything discussed during the appointment and any follow up instructions. It also 
provides a record of the visit (a requirement of our agency). If you wish to print out a copy of your 
own note from the appointment, we can attach this note to the tool instead of or in addition to 
writing a summary of the appointment on the tool.  
 
We really value your engagement and commitment to working with us as we work to improve the 
health care of the adults with disabilities that we support. We are also continuing to work on 
improving the tools, so we would welcome your feedback. Feel free to email us at [insert contact 
person at your agency] with any suggestions you might have. 
 
Sincerely, 
[Signature] 
[Name, Title, Contact information] 

Template Letter to Explain New Health Care Tools to 

Health Care Providers 

This is a sample letter that your agency can send to health care providers to help them understand why the agency is 
implementing new tools for health care visits and what changes they can expect. 

Insert agency logo here 
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Check out the Tools for 

Health Care Visits section for  

examples of Health care 

tools that you can bring to a 

hospital or medical 

appointment. 

Æ Donõt forget to bring the   M­Äº 5É ,XJӃº| º­­Ӄwith youñthis has a lot of important 

information that will be helpful for the doctor. 

Æ .TX« `NJ ­«­³|XJӃº|NJ³TŷThe hospital will need to know your name, address, how old 

you are and where you live. 

Æ $³ ´ ´ °ӃJ«ŷIf you already have a crisis plan, bring this with you to the hospital. This will have 

information that you can give to the hospital staff that will tell them how they can help you in an 

emergency. 

¶ If you donõt have a crisis plan, you can still tell the hospital about ways that they can help you. You 

can also tell them things you do NOT like, or what you are afraid of. The hospital might not 

remember to ask you this, so it is important that you remember to tell them. 

Æ 2 ´º­ZªXT NJ ­«´ŷWhat medications are you taking and how much of it? You can print this 

off from your pharmacist. Or, if you get ODSP money, let the hospital know. They can then look up your list 

of medications in the computer. 

Æ 6JªX­ZÉ­Ä³ZJª ӃÉ T­Nº­³ŷWrite down the name of your family doctor and anyone else 

that helps you. 

Æ 2 ´º­ZJӃӃÉ­Ä³|XJӃº|°³­MӃXª´ŷThis information will help the doctors understand what 

is wrong and how to make you feel better. 

Æ *­­TJ«TT³ «¦ŷYou may have to wait for a very long time. Take your favourite food and a drink 

so you can eat it if you get hungry. 

Æ  N Æ  X´º­T­ Ç| ӃXÉ­ÄÇJ ºYou may have to wait for a very long time, take activities 

to keep you comfortable while you wait (your favourite music, pictures, books). 

му 



 

 

6Äº´ J«T #­Ӄº´ E TX­´ ­« ;³X°J³ «z
Z­³ ,XJӃº| $J³X E ´ º´ 

 

 

 

 

To watch the videos, please visit: nutsandboltstools.com 

This video was created by the Nuts and Bolts of Health 

Care team to provide examples of strategies that direct 

support professionals (DSPs) and the people they support 

can use to help prepare for a health care visit. Tips in the 

video include talking about the appointment before it 

happens with the person you are supporting, asking them 

about their worries and what you can do to help them feel 

more comfortable, filling out the My Health Care Visit tool 

together, and practicing running through what might 

happen at the appointment. Other strategies include 

asking other staff about past doctor experiences the 

person you are supporting has had, consulting with your 

team supervisor, and tracking symptoms the person is 

having in the days leading up to the appointment so that 

you can show this information to the doctor. The video was 

developed with input from people with intellectual and  

developmental disabilities (IDD), staff, and doctors.  

This video was created by the Nuts and Bolts of Health 

Care team to provide examples of strategies that DSPs 

and the people they support can use during a health 

care visit to help make the visit go more smoothly. 

Strategies highlighted in the video include bringing 

preferred items to help with waiting and asking about a 

quiet waiting space. It is also important to bring the 

About My Health tool (if you are seeing a new doctor), 

the My Health Care Visit tool, and tracking sheets that 

you have filled out. Tips for talking to the doctor include 

making sure you are modeling the best way to 

communicate and involving the person you are 

supporting. It can also be helpful to show the doctor the 

front page of the My Health Care Visit tool and any 

tracking sheets you have completed, or to summarize 

this information for them at the beginning of the visit. If 

a physical exam needs to be done, ask the doctor to 

explain the procedure before doing it, to give one 

instruction at a time, and to check in with the person 

you are supporting. Make sure that any explanations or 

follow up instructions are understood by the person you 

are supporting and that they get the chance to ask any 

questions they have before leaving the appointment. 

This video was developed with input from people with 

IDD, staff, and doctors. 

(ÆX³ÉM­TÉ F «´Ḿ 
;³X°J³ «z Z­³ J &­Nº­³ E ´ º 

A|X +JªX $|J«zX³Ḿ 
A|X &­Nº­³ E ´ º 
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Part of empowering all of us to be equal partners in health care is understanding who does what and how we 

can all work together. 

 

Health care provider: It is true that all of us can be involved in health care, including direct support 

professionals (DSPs) , but this word really is for the people who work in health care and who give health care. 

It includes the doctor, but it can also include other parts of the team like a nurse or social worker, a 

psychologist, or an x-ray technician. 

 

General practitioner (GP) or òfamily doctoró: A GP is a doctor that you can go to first for any health problems. 

They do routine checkups and screening tests, give you flu and immunization shots, and manage diabetes and 

other ongoing medical conditions.  

 

Some people have built a relationship with their GP over time, which can be helpful as the doctor gets to 

understand that personõs particular needs and medical history. GPs work in many types of health services 

including family health teams and community health centres. See the òFinding a Family Doctoró tip sheet in 

this section for more information on these different types of clinics. Your GP may refer you to other health 

care providers when necessary, such as: 

 

Allergist: A doctor who diagnoses and treats asthma and allergies (asthma and allergies typically go  

hand-in-hand).  

 

Anesthesiologist:  A doctor who works with patients who are having surgery or need relief from pain. This 

doctor is responsible for keeping patients safe and free of pain during and after surgery.  

 

Audiologist: A health care professional who diagnoses and treats hearing problems and issues with balance. 

They can assess whether someone has trouble with hearing and give recommendations to help deal with 

this. 

 

Behaviour therapist: Someone whose job is to help people learn new or change behaviours that are causing 

problems in their daily lives, often using an approach like Applied Behavioural Analysis (ABA).  

 

Cardiologist: A doctor who diagnoses and treats issues with the heart and blood vessels.  

 

Chiropractor: A health care provider who works with people to prevent and treat issues such as back and 

neck pain, headaches, whiplash, strains and sprains, work and sports injuries, arthritis, and difficulty moving 

your back, shoulders, neck, or limbs.  

 

Counsellor: A professional that you can discuss your difficulties with and who can help you learn ways to cope 

with stress and sadness.  

 

Dental hygienist: A health care provider who cleans teeth, examines patientsõ mouths for signs of disease 

and helps patients keep their mouth and teeth healthy. 

  

Dentist: A health care provider who deals with oral health to make sure that a patientõs teeth and jaws are 

healthy. They also help to prevent and treat oral diseases and conditions.   

 

Dermatologist: A doctor who identifies, treats and prevents diseases of the skin, hair, and nails.     

 

Dietitian: A Registered Dietitian (RD) is a food and nutrition expert. They are trained to give advice and 

counselling about diet, food, and nutrition.  
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Endocrinologist: A doctor who diagnoses and treats hormone problems and conditions (including diabetes). 

 

Gastroenterologist: A doctor who diagnoses and treats issues with the gastrointestinal (GI) tract (which is a part 

of the body that is involved in digestion, absorbing nutrients, and removing waste from the body).  

 

General surgeon: A doctor who cares for patients before, during, and after a surgery on any part of the body. 

 

Hematologist: A doctor who deals with the diagnosis, treatment, and prevention of blood-related disorders. 

 

Immunologist:  A doctor who diagnoses, treats and prevents disorders of the immune system (a system in the 

body that protects the body from infection). Immunologists are involved in treating health conditions such as 

allergies, pneumonia, and sinus issues.    

 

Infectious disease specialist: A doctor who deals with the diagnosis, control, and treatment of infections in any 

part of the body. 

 

Nephrologist: A doctor who specializes in kidney care and treating diseases of the kidneys. 

 

Neurologist: A doctor who treats disorders (such as strokes) that affect the brain, spinal cord, and nerves. 

 

Nurse: A health care provider who is trained to help people who are sick or injured. Nurses work with doctors 

and other health care workers to care for patients when they are sick and to keep them fit and healthy. 

 

Nurse practitioner: An advanced practice registered nurse who is trained to assess patient needs, order and 

interpret laboratory tests, diagnose illness and disease, and formulate treatment plans. Nurse practitioners can 

also prescribe medication. 

 

Nutritionist: A health care provider who is trained to give advice and counselling about diet, food, and nutrition. 

Nutritionists can have varying degrees of education in nutrition. 

 

Obstetrician/gynecologist: A doctor who specializes in the care of women who are pregnant or are going 

through childbirth, and in some cases, helps women with their general medical care. They can also diagnose, 

treat, and help prevent diseases of the reproductive system.  

 

Occupational therapist: A health care provider who helps to solve problems that prevent a person from being 

able to do things that are important to them (things like: caring for themselves, playing sports, doing activities 

with others, or doing things at school or work). 

 

Oncologist: A doctor who specializes in diagnosing and treating cancer. 

 

Optometrist: A health care provider who diagnoses, treats, and helps prevent any issues  related to a personõs 

eyes. They also provide eyewear products like glasses or contact lenses.  

 

Ophthalmologist: A doctor and surgeon who specializes in eye diseases. 
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Orthopedic specialist: A doctor who specializes in issues and diseases with a personõs bones. These doctors are 

involved in everything from treating things like sprained ankles or broken bones to complex procedures and 

surgeries like hip replacements. 

 

Otolaryngologist (ear, nose, and throat doctor): A doctor who specializes in disorders of the head and neck, 

particularly those related to the ears, nose and throat. 

 

Pharmacist: A health care provider who gives patients the medications that they were prescribed by their doctor 

and helps them understand more about the medications and any side effects or things to keep in mind about the 

medications. Pharmacists are a great resource if you have questions about medications you are taking. 

 

Physiatrist: A doctor who treats and rehabilitates physical disabilities and pain caused by injury or illness.   

 

Physical therapist (physiotherapist): A health care provider who works with patients to help them regain 

movement and manage pain caused by physical disabilities or injuries. 

 

Psychiatrist: A doctor who diagnoses, treats and works to prevent mental, emotional and behavioural disorders. 

They can also prescribe medications related to mental health disorders. 

 

Psychologist: A health care provider who assesses, diagnoses, and treats psychological and behavioural 

problems. They work to promote healthy behaviour and improve patients' quality of life. 

 

Psychotherapist: A mental health professional who specializes in providing psychotherapy (i.e., the treatment of 

mental disorders or other psychological problems).  

 

Pulmonary disease specialist (respirologist): A doctor who diagnoses and treats lung conditions and diseases.   

 

Radiologist: A doctor who diagnoses and treats disease and injury by using medical imaging equipment such as   

x-rays, CT, MRI, and PET scans, and ultrasounds. 

 

Rheumatologist: A doctor who diagnoses and treats pain and other symptoms related to joints and other parts of 

the musculoskeletal system, like arthritis. 

 

Social worker: A health care provider who is responsible for helping individuals, families, and groups of people to 

cope with problems they are facing to improve their lives. 

 

Speech and language pathologist: A health care provider who assesses and manages disorders related to  

speaking and swallowing. 

 

Urologist: A health care provider who treats conditions relating to the urinary tract as well as disorders of the male 

reproductive system.  
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EJӃÄX ­Z J ZJª ӃÉ T­Nº­³ 

Having a family doctor, or primary care nurse practitioner, is important to help with everyday health care. They 

can help keep people healthy, help manage chronic illnesses and help people get connected with specialists if 

they need them.  

 

Not all family doctors or nurse practitioners are the same. Some doctors work independently, while others are 

part of larger teams including other providers like nurses, dietitians, pharmacists and social workers. For some 

people with disabilities who have a lot of health issues, it can be helpful to see a doctor who is part of a team 

such as a Community Health Centre or a Family Health Team. 

 

When choosing a family doctor, there are a number of different things to consider. What is most important for 

one person might be different for another person.  

 

F|X« º³É «z º­ `«T J ZJª ӃÉ T­Nº­³ŵ  º NJ« MX |XӃ°ZÄӃ º­ŷ 

¶ Review the questions listed below with the person you support and discuss what is important to them.  

¶ Learn more about the different models of care that family doctors belong to and why this might make a 

difference. Ask doctors you are considering which model of care they belong to and consider which makes 

the most sense for the person you are supporting.   

 

,X³X J³X ´­ªX ²ÄX´ ­«´ º­ J´¦ Ç|X« º³É «z º­ `«T J ZJª ӃÉ T­Nº­³ŷ 

X How comfortable/familiar is the doctor with intellectual and developmental disabilities (IDD)? 

X Can appointment times accommodate a personõs schedule? (e.g., evening hours if they work during day) 

X How quickly can you get an appointment?  

X How important is distance from home? 

X How important is accessibility to public transportation? 

X How important are hours of operation? Are evening or weekend visits needed? 

X Does it matter if the doctor is male or female? 

X Is it important to be part of a larger kind of team with different types of health care providers? 

 

 

To speak with someone about finding a family 

doctor in Ontario, contact Health Care Connect:  

1-800-445-1822 
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Not all family doctors or nurse practitioners are the same. Some have extra services available that can be 

important for people with disabilities. One thing to think about when choosing a new doctor is their delivery 

model. There are three main types of primary care models:   

Solo practitioners ð Some doctors may work in a practice by themselves or share a practice with other 

primary care providers. Doctors in these practices do not tend to have extended hours (e.g., evenings and 

weekends). There are typically not any other health care providers from other disciplines at these practices. 

Groups of doctors ð Some doctors work in groups with other doctors. In Ontario, these would include Family 

Health Organizations and Family Health Networks. If your doctor is not available, another doctor from the 

team can take the appointment. The doctors may have after hour clinics that you can go to when the doctorõs 

office is closed. There may be a nurse or other kind of allied health professional but it is not a big part of how 

care is provided. Most of the work is done by the different doctors who work there. It can be helpful that these 

groups have after hour clinics and they can share information with each other, but if you need to see other 

types of health care providers, you would have to go somewhere else for that. 

Primary care teamsð Some doctors or nurse practitioners work as part of a larger team including other types 

of health care providers  like nurses, social workers, dietitians, psychologists, occupational therapists, 

pharmacists, and health educators. These include Family Health Teams and Community Health Centres. 

Each team is a little bit different so not all types of health care providers are on each team. What is the same 

about each primary care team is that the services offered by the team are free to the patient, and are under 

one roof. So you can see your doctor and also see the other people on the team if that is what the team thinks 

would be best. Community Health Centres are especially focused on helping patients with complex health care 

needs. These practices can be really helpful for patients with disabilities who have multiple health conditions 

or need some extra support from their doctors.  
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People with disabilities may need a lot of support and encouragement to speak up for themselves and to bring 

themselves into partnership with the process of receiving medical care. Many people feel intimidated when 

visiting their doctor and this can be especially true when you have an intellectual disability. The words used, the 

speed of a visit and the assumption that others know better how you experience your life and your disability can 

lead to compliance rather than collaboration. 

 

 

 

 

 

As a direct support professional (DSP), itõs tempting to want to simply step in and ôbe the voiceõ of the individual 

you support. But as appealing as that may be, itõs  important to remember that your job is to support, not to 

silence. Working to help people with disabilities present their issues and use their voice is one of the most 

powerful ways of fulfilling your mandate as a DSP. 

You will notice as a theme throughout this toolkit, that the involvement of people with disabilities in the health 

care process is paramount in the approach taken. What we need to look at is the everyday kind of approaches to 

ôvoiceõ and ôchoiceõ that you and your team take when supporting people with disabilities.   

*JN Ӄ ºJ «z E­ NX J«T ;X³´­«JӃ ;­ÇX³ 

H­Ä³ ¤­M  ´ º­ ´Ä°°­³ºŵ 

«­º ´ ӃX«NX º|X  «T Æ TÄJӃŸ 

Itõs always important to be mindful of what your role is 

with the individual you are supporting. Helping a person 

find and use their voice is exciting and fulfilling. You are 

working to ensure that they get the best of service 

because they have learned to ask for it and expect it.  

Keep reading to learn more about how YOU can 

facilitate the voice of the person you support, through 

targeted approaches and strategies. Then, review some 

ideas about how to promote positive communication 

during health care appointments and foster positive 

outcomes before, during and after appointments. 

òOur job  

is not to  

silence.ó 
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Ensure that when someone with a disability needs to speak to you about something, anything, take the 

request seriously. People with disabilities are often used to being secondary to other demands. So by actively 

closing down distractions when you speak, like silencing your phone, turning it over so you canõt see a 

distracting message light, shutting your door, etc., you are saying, ôI value you and I value what you have to 

say.õ Itõs important that people with disabilities learn, from how they interact with you, that they have 

importance and that their voice is welcome. 

 

 

Be there to listen and to help the individual discover their own path and their own way. You donõt know best 

how someone should live their life and your ôadviceõ could be seen as judgmental. It is important to know 

where you end and where the person with a disability begins. When you listen to someone with a disability, try 

hard not to immediately put on the ôproblem solverõ or ôadvice giverõ or ôopinion sharerõ hat.  

 

 

Offer opportunities for individuals with disabilities to express their opinion. Watching the news or seeing a 

movie are perfect opportunities to give someone the floor to express themselves. Allow room for respectful 

disagreement ð if someone changes their opinion to match yours, understand that this is often done out of 

fear of disapproval; make it safe for alternate and different opinions. 

 

 

Sometimes you just need to let people make their own choices. Just like anyone else, the people you support 

will have their own preferences and opinions, for example, the music they listen to or movies they want to see. 

It is important to remember that it is not your job to judge or change their preferences. It should be safe for 

them to be who they are in your presence. 

 

 

Teach people to be assertive in situations where they need to speak up. As much as possible, help the person 

you support to speak for themselves, rather than speaking for them, For example, if they need to speak up 

about rude treatment at a store, work with them so they can go in and complain to the manager, with you 

there to help if needed. Their voice has more power than yours in situations that involve them. 

 

 

Discover strategies for individuals to learn about speaking up and speaking out. Use techniques such as role 

plays, social stories, and practical try outs; know what kind of supports they need. 

 

 

Donõt be afraid of innovation and adaptation. Explore different ways to facilitate communication. For example, 

a person may find it easier to make a video on their phone and play it for someone as a way to express 

themselves. What matters most is that you help them express themselves in the way they are most 

comfortable. 

 

 

Make a language dictionary. For people with significant disabilities who donõt communicate by words, make a 

language dictionary of their communication strategies, how they say ôyesõ or ônoõ or ômoreõ or ôstopõ along with 

their way of showing sadness or anger or fear or happiness ð and any other words they communicate non-

traditionally. Make sure that all who work with the individuals know of these strategies. Take this with you to 

health care providers or other places where it may be needed. 

 

 

If a person uses alternative communication like a communication board USE IT. It takes time but itõs 

important. Itõs like leaving their voice at home, imagine what that would feel like. 

 

 

Always be aware of your power in your work with people with disabilities. If you govern it well, you will allow 

space for their power. 

A °´ ­« ZJN Ӄ ºJ «z J´´X³ ­« J«T ´XӃZ JTÆ­NJNÉ 
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$­ªªÄ« NJ «z Ç º| ,XJӃº| $J³X
;³­Æ TX³´ 
How you can be a health care communication champ for the people you support. 

(È°Ӄ­³X J«T Ä«TX³´ºJ«T J«É Ç­³³ X´ º|X °X³´­« |J´ JM­Äº º|X J°°­ «ºªX«ºŷ 

¶ !ǎƪ ŀōƻǳǘ ǘƘŜƛǊ ŦŜŀǊǎ - Řƻƴϥǘ ŀǾƻƛŘ ǘƘƛǎ ǘƻǇƛŎΦ ±ŀƭƛŘŀǘŜ Ƙƻǿ ƛƳǇƻǊǘŀƴǘ ǘƘŜƛǊ ŦŜŜƭƛƴƎǎ ŀǊŜ ǘƻ ȅƻǳΦ 
¶ IŜƭǇ ǘƘŜƳ ǘƻ ƻǾŜǊŎƻƳŜ ǘƘŜƛǊ ŦŜŀǊǎ ŀƴŘ ǿƻǊǊƛŜǎΦ 5ƛǎŎǳǎǎ ŀƴŘ ǊŜǾƛŜǿ ǎǘǊŀǘŜƎƛŜǎ ǘƘŀǘ ƳƛƎƘǘ ōŜ ƘŜƭǇŦǳƭΥ 

¶ tǊŜǇŀǊƛƴƎ ŀ ǎƻŎƛŀƭ ǎǘƻǊȅΚ 5ƻƛƴƎ ŀ ǎƛǘŜ ǘƻǳǊΚ ²ŀǘŎƘƛƴƎ ŀ ŘŜƳƻƴǎǘǊŀǝƻƴ ǾƛŘŜƻΚ  
wƻƭŜ ǇƭŀȅƛƴƎ ŀƴŘ ǇǊŀŎǝŎƛƴƎΚ  aŀƪƛƴƎ ƴƻǘŜ ƻŦ ŀ ŦŀǾƻǳǊƛǘŜ ƛǘŜƳ ǘƻ ōǊƛƴƎΚ  

¶ wŜŎƻǊŘ ƛƴŦƻǊƳŀǝƻƴ ƛƴ ǘƘŜ !ōƻǳǘ aȅ IŜŀƭǘƘ ǘƻƻƭΣ ŀƴŘ ōŜ ǎǳǊŜ ǘƻ ōǊƛƴƎ ƛǘ ǘƻ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘΦ 

#XZ­³X º|X J°°­ «ºªX«ºŷ 

¶ wŜǾƛŜǿ Ƙƻǿ ǘƘŜ Ǿƛǎƛǘ ǿŜƴǘΦ  
¶ LŦ ƛǘ ǿŜƴǘ ǿŜƭƭ ǊŜƛƴŦƻǊŎŜ ǘƘŜ ƛƴŘƛǾƛŘǳŀƭ ŦƻǊ ōŜƛƴƎ ǘƘŜƛǊ ƻǿƴ ǎŜƭŦ ŀŘǾƻŎŀǘŜΦ 
¶ LŦ ǘƘŜǊŜ ǿŜǊŜ ǇǊƻōƭŜƳǎ ŘŜōǊƛŜŦ ŀōƻǳǘ ǿƘŀǘ Ŏŀƴ ōŜ ŘƻƴŜ ƴŜȄǘ ǝƳŜΦ 

 xX³ º|X J°°­ «ºªX«ºŷ 
>XvXNº J«T >XÆ XÇ *See the Health Care Decision Making tool for more information. 

X LŦ ŀ ǉǳŜǎǝƻƴ ƛǎ ǇƻǎŜŘ ǘƻ ȅƻǳΣ ǊŜŘƛǊŜŎǘ ƛǘ ǘƻ ǘƘŜ ǇŜǊǎƻƴ 
ȅƻǳ ŀǊŜ ǎǳǇǇƻǊǝƴƎΥ ƳŀƪŜ ŜȅŜ ŎƻƴǘŀŎǘΣ ŀǎƪ ǘƘŜ ǇŜǊǎƻƴ 
ŘƛǊŜŎǘƭȅΣ ƳƻŘƛŦȅ ȅƻǳǊ ƭŀƴƎǳŀƎŜ ƛŦ ƴŜŜŘŜŘΦ 

X wŜǇƘǊŀǎŜ ŘƛŶŎǳƭǘ ŎƻƴŎŜǇǘǎ ƻǊ ƳŜŘƛŎŀƭ ƧŀǊƎƻƴ όŀƴŘ 
ŘƻƴΩǘ ōŜ ŀŦǊŀƛŘ ǘƻ ŀǎƪ ǘƘŜ ƘŜŀƭǘƘ ŎŀǊŜ ǇǊƻǾƛŘŜǊ ǘƻ ŜȄπ
Ǉƭŀƛƴ ƛǘ ǘƻ ȅƻǳ ǘƻƻύΦ 

X {ǳƎƎŜǎǘ ŎƻƴŎǊŜǘŜ ǿƻǊŘƛƴƎ ƛƴǎǘŜŀŘ ƻŦ ŀōǎǘǊŀŎǘκƻǇŜƴ 
ŜƴŘŜŘ ǉǳŜǎǝƻƴǎΦόŜΦƎΦ ά!ǊŜ ȅƻǳ ƘŀǇǇȅΚ aŀŘΚ {ŀŘΚέ      
- ƛƴǎǘŜŀŘ ƻŦ άIƻǿΩǎ ȅƻǳǊ ƳƻƻŘΚέύΦ 

X tŀǳǎŜ ŀƴŘ ƎƛǾŜ ŜƴƻǳƎƘ ǝƳŜ ŦƻǊ ŀ ǊŜǎǇƻƴǎŜ 
ōŜŦƻǊŜ ǊŜǇŜŀǝƴƎ ƻǊ ǘǊȅƛƴƎ ŀƎŀƛƴΦ 

X ¦ǎŜ ǘƘŜ aȅ IŜŀƭǘƘ /ŀǊŜ ±ƛǎƛǘ ǘƻƻƭ ǘƻ ǊŜŎƻǊŘ 
ƛƴŦƻǊƳŀǝƻƴΦ  

X ¦ǎŜ Ǿƛǎǳŀƭ ŀƛŘǎΣ ƎŜǎǘǳǊŜǎ ƻǊ ǿǊƛǧŜƴ ƛƴŦƻǊƳŀǝƻƴ ƛŦ 
ǘƘŀǘ ǿƛƭƭ ŦƻǎǘŜǊ ǳƴŘŜǊǎǘŀƴŘƛƴƎΦ  

X LŦ ȅƻǳ ŀǊŜ ŀǎƪŜŘ ǘƻ ƳŀƪŜ ŀ ŘŜŎƛǎƛƻƴΣ ǊŜƳƛƴŘ ǘƘŜ 
ǇǊƻǾƛŘŜǊ ǘƘŀǘ ȅƻǳ ŀǊŜ ƴƻǘ ŀ ŘŜŎƛǎƛƻƴ-ƳŀƪŜǊ ŦƻǊ 
ǘƘŜ  ƛƴŘƛǾƛŘǳŀƭΣ ōǳǘ ȅƻǳ ǿƛƭƭ ƘŜƭǇ ǘƻ ǎǳǇǇƻǊǘ ǘƘŜ 
ƛƴŘƛǾƛŘǳŀƭΩǎ ŘŜŎƛǎƛƻƴΣ ŀƴŘ ƭƻŎŀǘŜ ǘƘŜƛǊ ŘŜŎƛǎƛƻƴ 

>­ӃX ª­TXӃ  TXJӃ N­ªªÄ« NJ ­« º­ º|X °³­Æ TX³ŷ 

¶ !ǎ ǘƘŜ 5{tΣ ȅƻǳ ƘŀǾŜ ŜȄǇŜǊǘ ƪƴƻǿƭŜŘƎŜ ŀōƻǳǘ Ƙƻǿ ǘƻ ŜƴƘŀƴŎŜ ŎƻƳƳǳƴƛŎŀǝƻƴΦ ¢ŜŎƘƴƛǉǳŜǎ ȅƻǳ Ŏŀƴ 
ŘŜƳƻƴǎǘǊŀǘŜ ǘƻ ǘƘŜ ƘŜŀƭǘƘ ŎŀǊŜ ǇǊƻǾƛŘŜǊ Ƴŀȅ ƛƴŎƭǳŘŜΥ  

,XӃ° º|X °X³´­« º­ Ä«TX³´ºJ«T Ç|Jº Ç ӃӃ |J°°X« Jº º|X
J°°­ «ºªX«ºŷ 

¶ .Ŝ ǘǊǳǘƘŦǳƭΣ ōǳǘ ǎǳǇǇƻǊǝǾŜΦ όΨLΩƳ ǎƻǊǊȅ ǘƘƛǎ ƳƛƎƘǘ ƘǳǊǘΦ ²Ŝ ǿƛƭƭ ǘǊȅ ǘƻ ōŜ ǉǳƛŎƪΦΩύ 
¶ LŦ ȅƻǳ ƳƛƴƛƳƛȊŜ ǿƘŀǘ ǿƛƭƭ ƘŀǇǇŜƴ όŦƻǊ ŜȄŀƳǇƭŜΣ ǎŀȅƛƴƎ ϥƛǘ ǿƻƴϥǘ ƘǳǊǘ ƳǳŎƘϥ ǘƻ ƘŀǾŜ ōƭƻƻŘ ǘŀƪŜƴύΣ ǘƘƛǎ ǘŜƭƭǎ ŀ ǇŜǊǎƻƴ 
ǘƘŀǘ ȅƻǳ Ŏŀƴϥǘ ōŜ ǘǊǳǎǘŜŘΣ ƻǊ ǘƘŀǘ ǘƘŜȅ ŀǊŜ ǿŜŀƪ ōŜŎŀǳǎŜ ƛǘ ŘƛŘ ƘǳǊǘ ŦƻǊ ǘƘŜƳΣ ōǳǘ ƴƻǘ ȅƻǳΦ ¢Ƙƛǎ Ƴŀȅ ŦǊŀŎǘǳǊŜ ȅƻǳǊ 
ǊŜƭŀǝƻƴǎƘƛǇΣ ǿƘƛƭŜ ŀƭǎƻ ƳŀƪƛƴƎ ǘƘŀǘ ǇŜǊǎƻƴ ŜǾŜƴ ƳƻǊŜ ŀŦǊŀƛŘ ŀōƻǳǘ ƘŜŀƭǘƘ ŎŀǊŜ Ǿƛǎƛǘǎ ƛƴ ǘƘŜ ŦǳǘǳǊŜΦ ¢Ƙƛǎ Ƴŀȅ ǎŜŜƳ 
ƘŜƭǇŦǳƭ ŦƻǊ ŀ ƳƻƳŜƴǘΣ ōǳǘ ǿƘŜƴ ǿŜ ǘƘƛƴƪ ŀōƻǳǘ ƛǘΣ ƛǘ ƛǎ ƴƻǘ ƘŜƭǇŦǳƭ ŀǘ ŀƭƭΦ  
¶ wŜǾƛŜǿ ǿƛǘƘ ǘƘŜ ǇǊƻǾƛŘŜǊ ƛŦ ǘƘŜǊŜ ŀǊŜ ǿŀȅǎ ǘƻ ƳŀƪŜ ǘƘƛƴƎǎ ƳƻǊŜ ŎƻƳŦƻǊǘŀōƭŜΦ  
¶ ²ƘŜƴ ōƻƻƪƛƴƎ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘΣ ŀǎƪ ƛŦ ƛǘΩǎ ǇƻǎǎƛōƭŜ ǘƻ ƘŀǾŜ ŜȄǘǊŀ ǝƳŜ ōƻƻƪŜŘ ŦƻǊ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘΦ 

&Ä³ «z º|X J°°­ «ºªX«ºŷ 
,XӃ° °³­ª­ºX °­´  ÆX N­ªªÄ« NJ ­« Ç º| º|X °³­Æ TX³ŷ 

¶ 9ƴŎƻǳǊŀƎŜ ŀƴŘ ǎǳǇǇƻǊǘ ǘƘŜ ǇŜǊǎƻƴ ǘƻ ŜȄǇǊŜǎǎ ǘƘŜƛǊ ŦŜŜƭƛƴƎǎΥ ŀƴȅ ǉǳŜǎǝƻƴǎΣ ǇŀƛƴǎΣ ǿƻǊǊƛŜǎΦ ¸ƻǳ Ƴŀȅ ƴŜŜŘ ǘƻ 
ƛƴƛǝŀǘŜ ǘƘƛǎ ŘǳǊƛƴƎ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘΦ !ǎƪ ǘƘŜ ƛƴŘƛǾƛŘǳŀƭΩǎ ǇŜǊƳƛǎǎƛƻƴ ōŜŦƻǊŜ ȅƻǳ ǎƘŀǊŜ ŀƴȅ ǎŜƴǎƛǝǾŜ ƛƴŦƻǊƳŀǝƻƴΦ 

 
Did you know? 

Easyhealth.org.uk 

has loads of health 

care videos made 

with and for people 

with IDD. 
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Ã Practice running through the appointment with the person you are supporting.  

Ã Track the health care issue/symptoms using a tracking sheet. 

Ã Bring preferred items to help with waiting. 

Ã Have òAbout My Healthó and òMy Health Care Visitó tools and any other data you were 

tracking, ready to show the doctor. 

Ã Arrive on time. 

Ã Ask about a quiet waiting space. 

Ã Have up-to-date contact information for the personõs substitute decision maker (see òAbout 

My Healthó) in case the doctor needs to contact them for any health care decisions. 

Ã Other ideas: 

 Ã Ask before sharing information about the person you are supporting. 

Ã Give the health care provider the òAbout My Healthó tool and òMy Health Care Visitó tool and 

any other data you were tracking. 

Ã Model the best way to communicate. 

Ã Involve the person you are supporting. 

Ã Support the communication process. 

Ã Other ideas: 

 

 Ã Check in with the person you are supporting. 

Ã Ask the health care provider to explain before they start. 

Ã Ask for a demonstration when possible. 

Ã Ask the health care provider to deliver one instruction at a time/to slow down. 

Ã Other ideas: 

 

 
 

Ã If the person you are supporting wants someone from their family to hear what the doctor 

thinks, try to include them.   

Ã If health care decisions require a substitute decision maker, know who that person would be 

and have their contact information available. 

Ã Make sure the information is understood as best as possible by the person you are 

supporting. 

Ã Other ideas:  

 
 

Ã Make a note of what happened and what was decided in the òMy Health Care Visitó tool. 

Ã Make sure instructions are understood. 

Ã Other ideas: 

ż#X ªÉ ª N³­°|­«Xŵ «­º ªÉ Æ­ NXŸŽ

- Dave Hingsburger 

 °°­ «ºªX«º ;³X°J³J ­« 
?ÄªªJ³É $|XN¦Ӂ ´º 
The following is a summary of the things to discuss with the person you 

support to help increase the success of the medical appointment.  

?ºJzX´ ­Z º|X J°°­ «ºªX«º º­ °ӃJ« Z­³ŷ 

?ÄªªJ³É 

#XZ­³X 

?ºJ³º 

(ÈJª 

F³J° Ä° 
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ǎƏ +ÄJ³T J« ­Z °X³´­« 
ƎzX«X³JӃӃÉ J°°­ «ºXT MÉ J N­Ä³ºƏ 

ǏƏ  À­³«XÉ  « J;­ÇX³ ­Z  À­³«XÉ 
Z­³ ;X³´­«JӃ $J³X Ǝ´­ªX­«X º|X °X³´­« J°°­ «º´ Ç| ӃX N­ª°XºX«ºŵ 

 « J ;8 T­NÄªX«ºƏ 

ǐƏ >X°³X´X«ºJ ÆXJ°°­ «ºXT MÉ $­«´X«º Ɲ $J°JN ºÉ #­J³T 

ǑƏ ?°­Ä´X ­³ °J³º«X³ 

ǒƏ $| ӃT ­³ °J³X«º 

ӄƏ ;J³X«º Ç º| ³ z|º ­Z JNNX´´Ǝ ŸXŸ °X³ NÄ´º­TÉ Jz³XXªX«ºƏ 

ǓƏ #³­º|X³ ­³ ´ ´ºX³ 

ӅƏ  «É ­º|X³ ³XӃJ ÆX 

ǔƏ 8iNX ­Z º|X ;ÄMӃ N +ÄJ³T J« J«T A³Ä´ºXX 
 Health Care Consent Act (1996) 

A|Xż, X³J³N|ÉŽ­Z ´ÄM´ ºÄºX

TXN ´ ­« ªJ¦ «z  « 8«ºJ³ ­Ÿ 

,XJӃº| $J³X &XN ´ ­« 5J¦ «z 
The ability to make decisions for ourselves is a human right. This is part of the ethical principal known as 

autonomy. When it comes to making a health care decision, our current laws state that people can make their 

own decisionsñunless there are grounds to think a person does not have the mental ability to do so. This can 

happen if a person is temporarily incapacitated (e.g. in a coma), and decisions need to be made, or if someone 

has a more chronic disability that affects decision making.  

 

For people with intellectual and developmental disabilities (IDD), there may be times when health care decisions 

can be made by the person. Other times, even if information is explained clearly or repeated, the decision may be 

too complex given the personõs abilities, and someone else is needed to make the decision.  

 

This follows the current laws in Ontario which are based around a concept known as substitute decision making. 

This means that people are deemed to be either capable of making their own health care decision, or incapable 

of making their own health care decision. When a person is found to be incapable, a  substitute decision maker 

(SDM) makes the decision. As a direct support professional (DSP), you cannot be a SDM for the person you 

support. In fact, the laws in Ontario are very specific on who can be a SDM. In order, they are: 

So, even if a person does not have any family members involved, there is always a SDM that can be appointed. 

As a DSP, you can be very helpful by ensuring that you assist the person you support to have up-to-date contact 

information for their SDMñin case this is needed, and that this is shared with the health care provider. You can 

also discuss with the person you support the benefit of keeping their SDM informed of any health care 

appointments, in the event there is a decision the health care provider will call upon them to make.  

Legal capacity means having the ability to understand the information that is being presented (for example, 

knowing the risks and benefits of the decision), and to appreciate how it relates to you (for example, being able to 

explain what happens if you agree to treatment, but also understand the consequences if you refuse treatment).  

 

If a person understands and appreciates the information, they have the right to say no, or to make a bad or 

foolish decision. In fact, people do this all the time! 

F|Jº T­X´ NJ°JN ºÉ ªXJ«ų 

ол 



 

 

F|Jº |XJӃº| NJ³X TXN ´ ­«´ J³X  «NӃÄTXTų 

In Ontario, the law specifies that health care decisions include òmedical treatmentó. This is anything done for a 

òtherapeutic, preventive, palliative, diagnostic, cosmetic or health related purpose and includes a course of 

treatmentó . Examples could include things like having a pap test, starting new medications, having a biopsy, going 

for surgery, or getting physiotherapy. It also includes decisions about going into a long-term care home and 

personal support services. It does not include asking questions about your health history. 

F|­ TXºX³ª «X´  Z J °X³´­«  ´ NJ°JMӃX º­ ªJ¦X º|X
|XJӃº| NJ³X TXN ´ ­«ų 

The person proposing the treatment (the doctor, therapist, etc.) is the one to determine a personõs capacity to 

decide whether or not they wish to proceed. Usually, capacity is presumed ð meaning, it is only questioned if the 

health care provider feels there are significant grounds to think a person canõt make the decision. Having an 

intellectual or developmental disability (IDD) may be a situation where the health care provider takes some extra 

time to explain and assess the personõs decision making abilities. Capacity needs to be assessed for each 

decision. This means that people may be able to make some decisions, but not other decisions AND that people 

may be able to make a decision at one point in time, but not at another time.  

F|Jº  ´ É­Ä³ ³­ӃXŵ J´ J T ³XNº ´Ä°°­³º °³­ZX´´ ­«JӃų 

As a DSP, your role could include things like: 

 Role modelling and encouraging effective communication and accommodations, so that the individual can 

be provided the best opportunity to participate in the decision making process. If there are any specialist 

reports (e.g. psychology or speech and language pathology) that provide strategies for how best to 

communicate with the person, encourage that these be shared and reviewed by the health care provider.  

 Ensuring that the person you support has familiar, positive faces around who can be trusted allies and 

support them through any big decisions. Knowing who might be a personõs SDM, in case they are needed 

for decision making. 

 Bringing the SDMõs contact information to the appointment, 

especially if their information has changed. 

 Contacting the SDM in advance of the appointment, so they 

are aware that they may be contacted, if the doctor feels it 

is necessary (i.e. if the doctor feels the person is not 

capable to make a health care decision). 

Once a decision has been made by the SDM, you have an 

important role in helping the individual to understand the 

decision, and to follow through or participate in the treatment 

that was agreed to by the SDM. Getting this agreement is called 

assent.  
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Answer key:  
# 2, 5, 7, 8, 9, 11, 12  Yes, you can do these things.  

Keep up the great work! 

 

#1, 3, 4, 6, 10: No, you cannot do these things. Please  

review this section again or speak with your manager.  
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What are things you, as a DSP, can do?  

Check the ones you think are correct. The answers are below. 

Æ 1. Make a decision for a person (act as their SDM). 

Æ 2. Have up-to-date information for the SDM, and share this with the health care provider.  

Æ 3. Sway or influence a personõs decision. 

Æ 4. Convince a person to make a decision that they do not understand.  

Æ 5. Help contact the SDM, so they can speak with the health care provider. 

Æ 6. Encourage a person to participate in a treatment for which there hasnõt been any consent. 

Æ 7. Encourage the person you support to be included in the decision making process. 

Æ 8. Once a decision has been made, support the person to understand and follow through. 

Æ 9. Remind a health professional that you are not the SDMñbut you can provide up-to-date 

contact information. 

Æ  10. Assess if a person has capacity for medical treatmentΦ 

Æ  ммΦ Role model effective communication to the health care provider. 

Æ  12. Suggest accommodations that might enhance the abilities of the person you support.  
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Receiving a diagnosis of a catastrophic illness is difficult. Itõs difficult for the person who receives it, itõs 

difficult for those who support that person, and itõs difficult for the family. The diagnosis affects everyone 

differently but everyone needs to create time and space for the person most affected.  

 

Shock, grief, and a sense of being out of control are common responses to hearing of a catastrophic illness 

and dealing with shortened time, and the expectation of loss. However, there are some things that can be 

done to bring everyone together and focus on what happens next. 
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If there are family and friends involved (by friends, we also mean friends with and without intellectual 

and developmental disabilities; IDD), look at what kind of care and support the person wants from 

them. In this sense we are not talking about the day-to-day support that the staff provide to the 

person. These steps may be helpful: 

¶ Find out from the person how they want to spend time with family and/or friends. What are 

some of the things they want to do? What are the things they donõt want to do anymore?  

¶ If possible, create a week by week calendar that schedules in time for the person to be with 

their family and friends, either at home, at a special event, or just having a coffee together.  

¶ There can be a sense of aloneness, even by people who are well loved, when facing a 

catastrophic diagnosis, so knowing that people can and will come matters. It is also 

important to find out what bothers the person, and what they would like others to avoid 

doing when they are around them. 

 

Now is not the time for you to talk about your health experiences, the experiences of your friends, or 

of people who have it worse. These are often brought up as ôsharingõ but in fact they can make the 

person feel that their experiences are not of importance. Right now the only narrative that matters is 

the one that the person has to tell. Donõt shy away from talking about the diagnosis but donõt force it 

either. When someone says they donõt want to talk about something that may really mean they donõt 

want to talk about it. òTalking doesnõt always make it better.ó Let things happen naturally and let the 

person lead. When they want to talk, they will tell you. 

If you are interested in learning more about this, check 

out this video, Brené Brown on Empathy. It describes the 

difference between sympathy and empathy:   

 

https://www.youtube.com/watch?v=1Evwgu369Jw 
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https://www.youtube.com/watch?v=1Evwgu369Jw

