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Schedule A 
Executive Summary Excerpt 

Optimus SBR Report on Caregiver Training and Education in Ontario 

1.1 Project Background 

Informal caregivers play a vital role in the healthcare sector of Ontario, and in the well-being of those 
they care for. In Ontario there are over three million informal caregivers, which may include family 
members, friends, and neighbours, that provide care to an individual (The Change Foundation, 2015). 
However, they are often unprepared for their caregiving role, sometimes having been unexpectedly 
placed at the centre of providing care for a spouse, parent, or child. Even in cases of chronic illness or 
advanced aging, caregivers are generally unprepared for their new caregiving role with little knowledge 
of coping techniques, caregiving strategies, or health condition specific information. This lack of 
preparation is despite evidence which shows that providing caregivers with education and training has 
been found to improve a caregiver’s competencies, ability to cope with stress, and mental well-being 
(Nichols et al., 2016; Bakas et al., 2011; Kalra et al., 2004).  

As part of Patients First: A Roadmap to Strengthen Home and Community Care, Ontario has committed 
to investing in caregiver education and training. Doing this requires a clear understanding of the 
caregiver education and training programs that currently exist in Ontario. Building this understanding, 
along with an understanding of the gaps and issues in the current landscape will provide a clearer 
picture from which decisions on future directions can be made. 

1.2 Project Objective 

To develop an accurate understanding of the current caregiver education and training programs in 
Ontario, OPTIMUS | SBR was engaged by the Ministry of Health and Long-Term Care (the Ministry) to 
create an Inventory of caregiver education and training programs in Ontario.  

1.3 Project Methodology  

In Ontario, some work has already been completed in documenting Ontario’s caregiver education and 
training programs. Thehealthline.ca and 211 both maintain databases for caregiver services and these 
served as the starting point for the development of this project’s Inventory. A search framework was 
developed that built from, and expanded on, information contained in these databases through further 
research on available programs and their related websites and promotional material. Follow-up emails 
requesting additional details were also used where necessary. This information was consolidated into a 
searchable and formatted Excel-based database which accompanied the submission of the Final Report. 
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Concurrent to this, the OPTIMUS | SBR team conducted research to identify leading practices in 
caregiver education and training as well as to document the experiences of other jurisdictions. The aim 
of this was to support the team in identifying gaps in programming for the province.  

1.4 Key Ontario Findings 

Across Ontario, there are many caregiver education and training programs. Our review identified over 
175 unique organizations which together provided over 570 caregiver education and/or training 
programs. The process of creating the Inventory, however, presented some challenges in accessing 
these services. Of the over 570 programs identified, only 180 were included in online Ontario databases 
meant to be a first-stop resource for accessing healthcare related services. This highlighted the difficulty 
in collecting up-to-date, local information into a centralized access point. As our team conducted further 
research it became clear that in many cases organization and program websites appear to contain out of 
date information, links and pages and do not present relevant information in an easily accessible 
manner. While there does appear to be a number of caregiver education and training services in 
Ontario, our impression while documenting these programs was one of an uncoordinated system which 
may be confusing for a caregiver, likely under a high degree of stress and short on time, who is 
attempting to find services relevant to his/her needs.  

Across Ontario, caregiver education and training programs were identified in all 14 Local Health 
Integration Networks. Programs targeting Dementia and/or Alzheimer’s were the most common focus 
of caregiver education and training programs, at 42% of all identified programs. Programs targeted 
towards any health condition (i.e. general caregiver programming) were the focus of only 13% of the 
programs identified.  

Across the province, programs and services are provided in various languages and with different cultural 
focuses. Programs were offered in 27 languages across the province, however, the availability of 
programming in different languages varied significantly at the LHIN level. For example, in one LHIN 
caregiver education and training programs were offered in 12 languages, while in several other LHINs 
programs were offered in English only. English, followed by French, were the most common languages 
identified while building the Inventory. Other languages include Cantonese, Mandarin, Italian, Spanish, 
Portuguese, Tamil, Somali, Gujarati, Urdu, Punjabi, Hindi, Farsi, Edo, and English-Aboriginal. A greater 
number of language and cultural options are located in the LHINs around the Greater Toronto Area 
compared with LHINs in Northern and Southern Ontario. Similarly, LHINs with larger urban populations 
and major cities (such as Toronto and Ottawa) typically have more culturally specific programming than 
rural, less populous LHINs. Generally, each LHIN had between 2-5 programs focused on specific cultural 
groups.  
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1.4.1 Inventory at a Glance 
The following table provides an Ontario-level overview of the Inventory data analysis.  

Ontario Overview – All LHINs Combined 

Number of Programs Identified  574 

Number of Distinct Programs 356 

Number of Unique Organizations Providing Services 178 

Number of Programs Targeted to Each Specific Disease Group: 

Number of Unique Disease Types (Including “Any”) 22 (4%) 

Frail Elderly: 55 (10%) Mental Health: 56 (10%) Chronic Illness: 52 (9%) 

Physical Ailment: 22 (4%) Aphasia: 8 (1%) Medically Ill Children: 2 
(0.3%) 

Parkinson’s: 6 (1%) Heart Disease: 5 (1%) Diabetes: 29 (5%) 

Stroke: 56 (10%) Amputee: 1 (0.2%) HIV/AIDS: 4 (1%) 

End of Life: 30 (5%) Dementia/Alzheimer’s: 239 
(42%) 

Acquired Brain Injury: 7 (1%) 

Multiple Sclerosis: 19 (3%) Huntington’s: 1 (0.2% Cancer: 5 (1%) 

Any/None Specified: 74 (13%) Autism: 2 (0.3%) Asthma: 2 (0.3%) 

COPD: 1 (0.2%) 

Delivery Formats 

Number of Programs offered in a Group Class Format 484 (84%) 

Number of Programs offered in a One-on-One Format 222 (39%) 

Number of Train-the-Trainer Programs 44 (8%) 

Number of Programs with a Virtual Component 92 (16%) 

Number of Programs that are only offered in a Virtual setting  28 (5%) 

Number of Programs that are only offered in an In-Person setting 463 (81%) 

Support Offered 

Number of Programs/Services identified as Training 123 (21%) 

Number of Programs/Services identified as Education 568 (99%) 

Number of Programs with a Support Group Component 233 (41%) 

Caregivers Targeted 

Number of Distinct Languages Identified 27 

Number of Programs Self-Identified as Free Programs 291 (51%) 

Number of Programs Self-Identified as Fee for Service Programs 54 (9%) 

Most Common Targeted Audience Families – 355 (62%) 

1.5 Findings From Outside of Ontario 
To understand Ontario caregiver education and training in a broader context, research into the provision 
of caregiver education and training in jurisdictions outside of Ontario was conducted. The 
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OPTIMUS | SBR team reviewed practices in the following regions: United States, England, Australia, and 
other Canadian provinces.  

Overall, the reviewed jurisdictions are working towards providing caregivers with the knowledge and 
skills they need to improve their competencies and well-being. Although no caregiver education or 
training standards or guidelines published by health authorities were identified in other jurisdictions, the 
presence of an organization providing services across the region appears to result in some 
standardization of programs.  

Other findings to highlight include: 

• Patients benefit from caregiver education and training programs regardless of the timing of 
these programs along the patient’s care journey. Caregiver education and training is needed at 
multiple points along this journey (Pierce et al., 2009).  

• Both in-person and online delivery formats appear to be needed for providing accessible, high-
quality caregiver education and training. It is important to have in-person (physically present 
or remotely interactive) education and training, which is seen by some to be more effective 
than online resources, however, online resources are generally accessible and can provide 
general caregiver information. 

• In the England, delivering education through primary care providers was seen as prohibitively 
difficult, while providing it through community care organizations or hospitals was seen as 
beneficial if goals were aligned. 

• Cost savings are possible to achieve through caregiver education and training; however, there 
are examples of programs which were not financially sustainable. Cost savings are estimated 
based on hospital re-admission rates and the avoidance of other health system costs, with 
most research articles finding that the cost of the intervention was less than the health system 
cost saving (Forster et al., 2009), (Kalra et al., 2004), (Pierce et al., 2009). 

1.6 Gaps  

Through creating the Ontario Inventory of Caregiver Education and Training Programs, a number of 
potential gaps in Ontario’s caregiver education and training programming were identified. B  

It is important to note that gaps were identified using information on the supply of caregiver education 
and training programs in Ontario and jurisdictional scan findings. Assumptions were required in relation 
to the need for these programs. To properly understand the need for caregiver education and training 
programming in Ontario, an analysis of demand is necessary and should be included as part of the 
Ministry’s next steps to validate demand-side assumptions made in this report. This could include 
consultations with caregivers and organizations providing caregiver education and training, and analysis 
of population demographics.  
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Five tactical recommendations were identified to address the gaps observed between available services 
and what may be required by Ontarians. Gaps were identified solely through a review of the supply of 
what is available across the Ontario context and jurisdictional findings, and without undertaking a 
population or demand analysis.  

A. Gap Identified: In six of Ontario’s LHINs, caregiver education and training programs are 
offered in two or fewer languages. There may be a gap between what languages programs 
are currently offered in and those used by the local population. 

Tactical Recommendation A: Address possible gaps in the variety of languages that caregiver education 
and training programs are offered in for: 

o Erie St. Clair LHIN (only English and French programs were identified in the LHIN); 
o Waterloo Wellington LHIN (only English programs were identified in the LHIN); 
o Mississauga Halton LHIN (only English and French programs were identified in the LHIN); 
o Champlain LHIN (only English and French programs were identified in the LHIN); 
o North Simcoe Muskoka LHIN (only English and French programs were identified in the LHIN); 

and,  
o North East LHIN (only English and French programs were identified in the LHIN). 

B. Gap Identified: In five of Ontario’s LHINs, there are one or no programs focused on a specific 
culture or group1. There may be a gap in the availability of culturally/group specific programs 
and services. 

1 Groups were defined as a sub-set of the population who self-identified in a specific manner (e.g. Lesbian, Gay, Bisexual, Queer and 
Transgender [LGBQT], women, Christians). 

Tactical Recommendation B: Address possible gaps in the variety of culturally-specific caregiver 
education and training programs by examining population characteristics and expanding culturally-
specific programming where needed in: 

o South West LHIN (currently only Aboriginal/Indigenous cultural programs were identified); 
o Waterloo Wellington LHIN (currently only one LGBQT cultural program was identified); 
o Central West LHIN (currently only one South Asian cultural program was identified);  
o Mississauga Halton LHIN (currently, no culturally focused programs were identified); and, 
o Central LHIN (currently, only one Chinese culturally focused program was identified).  

C. Gap Identified: Overall, training programs make up approximately 20% of the caregiver 
education and training programs in Ontario. In four of Ontario’s LHINs training programs 
make up less than 10% of the education and training programs available. There may be a gap 
in the availability of training programs.2

2 Note: It is unknown what the ideal ratio of education to training programs should be for caregivers in a specific region. 
However, the four LHINs identified in this recommendation are significantly below the overall Ontario average of 20% training 
programs. These areas could be a starting point to improve the availability of Training Programs while additional research is 
conducted to identify the demand for these services across the province. 

Tactical Recommendation C: Address possible gaps in the availability of training programs across the 
province in: 

o Waterloo Wellington LHIN (only one caregiver training program was identified in the LHIN); 
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o Hamilton Niagara Haldimand Brant LHIN (only five caregiver training programs were 
identified in the LHIN); 

o Mississauga Halton LHIN (only one caregiver training program was identified in the LHIN); 
and,  

o North West LHIN (No caregiver training programs were identified in the LHIN). 

Note that the Ministry may want to consider investigating the demand for training programs among 
young (i.e., children) caregivers. Children were identified as the target group for programs in just two 
LHINs (Central West and Toronto Central). Deeper investigation into this should include how frequently 
children are included in ‘family’ caregiver training programs, and the degree to which these programs 
may cater to child-attendees. 

For the purpose of our review, we categorized Caregiver Training Programs as those which focused on 
directly applicable technical skills that could be used by a caregiver to improve the care they provide. 
Examples of these skills, and of which the Ministry may want to encourage in Training Programs include 
generic caregiver skills such as: Bathing; Safe Lifting and Transfers; and Advanced Care Planning (i.e. Will 
and Power of Attorney); and Health Condition Specific Training which would vary for different health 
conditions (i.e. sugar level management for diabetes; evoking memories and communication techniques 
for Alzheimer’s patients; or learning supportive communication strategies for those with aphasia). 

D. Gap Identified: In four of Ontario’s LHINs caregiver education and training programs were 
offered for only four or less health conditions. There may be a gap in the availability of health 
condition specific education and training programs. 

Tactical Recommendation D(1): Address possible gaps in the availability of health condition specific 
education and training programs in: 

o North West LHIN (only three health conditions were identified as having programs/services 
focused on them); 

o North Simcoe Muskoka LHIN (only four health conditions were identified as having 
programs/services focused on them); 

o Mississauga Halton LHIN (only four health conditions were identified as having 
programs/services focused on them); and,  

o Central West LHIN (only four health conditions were identified as having programs/services 
focused on them). 

Note that research identified that to improve caregiver wellbeing and patient quality of life, it is 
important to continually provide education and training on the disease, its progression, and how to 
handle issues that will arise (Samia, Hepburn, & Nichols, 2012) (Nichols, Martindale-Adams, Burns, 
Zuber, & Graney, 2016). Consideration should be given to how well covered disease specific topics may 
be for any individual health condition (i.e., what a caregiver should know, or be aware of, at different 
stages of a diseases progression). 

E. Gap Identified: Across the province, it appears that there may be a gap in the availability of 
caregiver education and training programs specific to some prevalent health conditions.  

Tactical Recommendation D(2): Address possible gaps in the availability of health condition specific 
education and training programs for: 
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o Cancer (only five caregiver education or training programs were identified – one in the 
Toronto Central LHIN and four provincial wide resources); 

o Medically Ill Children (only two caregiver education or training programs were identified – 
one in the Champlain LHIN and a provincial wide resource); 

o Chronic Conditions (including diabetes, COPD) (only one COPD program was identified, 25 
diabetes programs identified); and,  

o Frail Elderly (54 caregiver education or training programs were identified, however, with the 
growing elderly population in the province there may be additional opportunities – especially 
in the Central West and North West LHINs where no caregiver education or training programs 
focusing on Frail Elderly were identified). 

By improving the access to, and coordination of, caregiver education and training, delivering these 
programs and services in a high-quality, effective manner, and aligning them with the needs of 
Ontarians, caregiver education and training programming in Ontario will continue on the path to world-
class caregiver support. 
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