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DEFINITION OF DEVELOPMENTAL 
DISABILITY 

• “A developmental disability is present at birth or develops before 18 years of 
age, affects a person's ability to learn, is permanent, can be mild or severe… 
People with a developmental disability can still participate fully in their 
communities. They can be great athletes, artists, workers, advocates, 
neighbours and friends…” (DSO 2013) 

• ‘Developmental disabilities’ is the 
term adopted in our provincial 
legislation 



WHO ARE ADULTS WITH DEVELOPMENTAL 
DISABILITY IN ONTARIO? 

• Prevalence generally between 1 – 3% of the population 

• Approx. 80 - 90% have DD in the “mild” range 

• Less than 50% have a known cause of the DD, e.g. diagnoses such as Down 
syndrome, Williams syndrome, Fetal Alcohol Spectrum Disorder 

• People with DD have at least twice as many health problems as the general 
population 



HISTORICAL CONTEXT 

• Ontario’s 3 remaining institutions serving people DD closed in 2009 – focus 
on inclusion and community integration  

• Studies indicate positive outcomes for individuals with DD who transitioned 
from  
the remaining 3 Ontario institutions 

• Aging in institutions was dramatically different than aging in the community 
• Our new challenge is inclusion of individuals with developmental disabilities 

into senior services & LTC 
 
 



DEFINITION OF ELDERLY 

• Debate - literature varies on the age 

• Many state between 45 - 50 years (depending on type of disability) 
• related to a decline in functional living skills 

• Individuals with Down’s syndrome – longevity is 10 – 20 years less than 
other individuals with developmental disabilities 

• Early aging is also seen with individuals with other syndromes and 
neurological conditions 



DD & AGING 

• “Aging related disorders are superimposed on pre-existing social, mental & 
physical challenges: 

• Diagnosis is more challenging 

• Interventions may be more challenging 

• Fewer health care providers have expertise in both aging & DD 

• Service delivery may be a challenge because of political issues between 
the aging & the DD care systems” 

(Lillian Thorpe presentation, Evenhuis et al. 2001) 



AGING DIFFERENCES 

• Individuals with greater levels of disability (developmental and physical) are 
more likely to have higher mortality rates 

• usually associated with respiratory diseases & conditions caused from 
the congenital condition of their central nervous system 

• Earlier onset of some conditions, e.g. dementia, osteoporosis (can affect 
males with developmental disabilities at younger ages – 40s, e.g. due to 
specific syndromes, anticonvulsant meds that cause bone demineralization, 
etc.) 

• Atypical presentation/symptoms, e.g. pain 

• Complicating factors, e.g. multiple & long-term medications, vulnerabilities 



ABOUT REENA 

• Large Developmental Services agency in North 
Toronto 

• 550 staff 

• Supporting 310 individuals in a wide range of 
housing models 

• Provide residential, community participation 
supports, respite, employment, outreach – 
children, adults and seniors 

• Funded by Ministry of Community and Social 
Service 

• Do not receive funding from the Ministry of 
Health and Long Term Care 



DEMOGRAPHIC AT REENA 

• Oldest individual at Reena was 89 years old  

• Oldest individual currently is 85 years old 

• Oldest individual with Down Syndrome is 67 
years 

• 51% of our residential individuals are over aged 
50+ 

• Currently supporting 10 individuals living in 
Long Term Care Homes 



HISTORY 

• 1992 - Began a retirement day program 

• 1998 - Began discussions with Health Canada  

• 1999 - Health Canada Symposium 

• 2000 - Facilitated development of OPADD (Ontario 
Partnership on Aging and Developmental 
Disabilities) 

• 2000 – 2001 - Health Canada Project (4 regions) 



• 2000 - First Elderhome opened 
• 2000 - Partnership with Cummer Lodge (Long 

Term Care Home) 
• 2004 – 2009 - Trillium Aging and 

Developmental Disabilities Project (OPADD) 
• 2005 - Second Elderhome opened (Supported 

Independent Living  model) 
• 2007 - Third Elderhome began 

 



• 2008 – Applied and Accepted as lead for Seniors Health Knowledge 
Network, Aging and Developmental Disabilities Community of Practice 

• 2013 and 2014 – Ministry of Community and Social Services grants 

• Continue to lead OPADD and SHKN Aging and DD Community of Practice 

• Regional Committees 

• Collaborative 



AGING AT HOME/AGING IN PLACE 

• We looked at what this meant to us: 

• Maximizing the resources in the community so the individual lives in their 
home as possible for as long as possible 

• Key decision to reach out to other sectors/Ministries – promote inclusion 
into their services for individuals aging with a developmental disability 

• Preventing premature hospital admission or Long Term Care 

• Understood that this is the same for all seniors in Ontario 



• Elderhomes don’t replace the need for Long 
Term Care 

• Provides senior friendly housing – aging in 
place for as long as possible 

• Most individuals do not move to Long Term 
Care 

• Challenged to understand more about the 
“tipping point”, importance of good planning 
and transition  
 



ENGAGING WITH AGING 



THE CRDI NETWORK 

There are three Rehabilitation Centres on the Island of Montreal, and each 
centre has a territorial responsibility to service any and all clients who live 
within their territory. 

 

Throughout the province, there are 23 Rehabilitation Centres that service our 
clientele. 
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ABOUT MIRIAM HOME 

Miriam Home was established in the early 1960s by a group of Jewish parents 
who had children with intellectual disabilities and/or autism spectrum 
disorders. These parents got together to ensure that their children, who 
were young at the time, would have access to services that would address 
their needs at that time and for their future. 
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PUBLIC vs PRIVATE 

• While Miriam Home was originally a privately funded organization, it has become a 
publicly funded organization by the Minister of Health and Social Services. 

•  In Quebec, public establishments are not permitted to fundraise.  

• There is a private ‘arm’ to the Miriam Home, which is the Miriam Foundation. MF is 
active in fundraising and provides funds to the Miriam Home to support programs, 
as well as offering direct services to clients on a fee-for-service basis. Examples 
include recreational programs and a diagnostic centre. 
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ELIGIBILITY CRITERIA 

Clients must have one of the following diagnoses to be eligible for services 
at Miriam Home: 

• Intellectual disability 

• Autism spectrum disorder (high or low functioning) 
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SERVICES OFFERED AT MIRIAM HOME 

All Rehab Centres offer the following services: 
• Educator intervention (children 0-17) and adult (18 +) 
• Applied Behavioural Analysis (0-6) 
• Work Integration (21 +) 
• Community Integration (21+) 
• Residential Services 
• Respite Services 
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AGING AT HOME  

• Miriam Home’s orientation is to maintain the client in their natural 
environment as long as possible. In order to do so, we look to involve the 
following partners: 

• Miriam Home Rehab team, eg. educators to work with the client to develop 
skills, address behaviours. Clients residing in a Miriam Home resource are 
supported by the Rehab team. 

• Involvement of the CLSC - to provide emotional  support to the client and 
family, homecare, adaptations, etc 
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RESIDENTIAL SERVICES..AN OVERVIEW 

• Residential services has the longest wait list of all services at MH. 

• Presently, there are 70 clients waiting for Residential services. 

• At best, over the past 5 years, 3 clients from the community (natural 
families) have moved into a MH resource per year.  It is generally an 
emergency situation that precipitates the admission, eg. Youth 
Protection/Court Order, but more likely is a client living with an elderly 
parent and an emergency situation arises.  
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MODELS OF RESIDENTIAL SERVICES AT 
MIRIAM HOME 

• Family-type resources: foster-home model -67- capacity of 233 

• RACs: group homes-2- capacity of 13 

• Internet: institution-like environment- capacity of 23 

• Supervised apartments: a previous option-10 
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FUN FACTS! 

• Total clients at Miriam Home: 886 

• 807 are in service/79 waiting for a 1st service 

• Age range: 2 months to 92 years 

• 50+: 176 clients (in service and waiting) 

• Residential waitlist :  70 clients 

• Average wait time for Residential services is 1360 days 

• Range is 7 days to 5157 days (that is more than 14 years) 
24 



DEMOGRAPHICS OF RESIDENTIAL CLIENTS 

By age grouping: 

• 50-59: 94 clients 

• 60-69: 64 clients 

• 70-79: 15 clients 

• 80-89: 2 clients 

• 90+: 1 client 
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AGING IN PLACEMENT 

• Most clients continue to grow old at Miriam Home. 

• Additional supports are put into place as needed. 

• A Long Term Care placement is explored once the client’s needs are too 
great to maintain in a ‘family-type resource’ model. 
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WAIT LIST FOR RESIDENTIAL SERVICES 

• At present, the wait list is comprised of 70 clients. 

• Age range is 5 years to  61 years. 

• In lieu of the lengthy wait, other options are being considered: private 
settings, parents joining together to establish a home for their children,  
exploring out-of-province options. 
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CHALLENGES 

• Lack of financial resources to develop Residential placements for those on 
the wait list. MH financing is a global  budget, not per capita 

• It has been years since a placement has been done in a planful manner. 
Elderly parents feel the burden of their aging adult children. 

• Although there is an established wait list for Residential Services, 
emergencies trump the wait list (such as a client being placed as their 
elderly parent is hospitalized and passes away and no family members can 
take the client in). 

• Once a client enters a Miriam Home resource, it is generally for life. On rare 
occasions, clients are transferred to the Long-Term Care network. 

 

 

 

 

 

 

28 



ONTARIO RESEARCH AND DATA 



RESEARCH 

• Health Care Access Research and Developmental Disabilities (HCARDD) 

• Sub group on Aging 

• OPADD was a knowledge user and was a member of the advisory committee 

• Looking at large data sets provincially and asking key questions about aging 

 
Ouellette-Kuntz, H., Martin, L. (August 2014). Aging profiles of adults with and without 
developmental disabilities in Ontario. Prepared for Reena and the Seniors’ Health Knowledge 
Exchange Network. Health Care Access Research and Developmental Disabilities (H-CARDD)  
 



 HCARDD – AGING  

• “As early as 50 years of age, adults with 
developmental disabilities show levels of 
frailty comparable to older adults without 
developmental disabilities (80 years and 
older)” 
 

• By, 2021, it is projected that the number 
of adults with developmental disabilities 
over the age of 64 will almost double 
what it was in 2009/2010. 
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RESIDENTIAL SURVEY 
ONTARIO MINISTRY OF COMMUNITY AND 

SOCIAL SERVICES 
• 206 agencies that were funded in 2010/11 

to provide residential supports submitted 
profiles 

• 59% of the Residents are age 40-64. 

• Individuals age 40-59 make up 52% of all 
Residents, compared to 37% in the 
general population 



WHAT DOES THIS TELL US? 

• Individuals receiving residential supports 
are older 

• “Bubble” of individuals aging at the 
same time in the developmental 
services system  

• For all these reasons planning is 
essential across the Developmental and 
Seniors/Long-Term Care sectors 

• System planning is important – 
resources including supports, housing 
 



DEVELOPING 
PARTNERSHIPS  

AND ENGAGING SYSTEMS 



ONTARIO PARTNERSHIP ON AGING AND 
DEVELOPMENTAL DISABILITIES (OPADD) 

 
• Important to develop relationships between 

Developmental Services and  Senior Services 
and Long-Term Care 

• Health Canada Symposium – June 1999 

• Enrichment Funding from Health Canada for 
4 regional projects 

• OPADD received Trillium funding in 2004 for a 
5 year project managed by a collaborative, 
with a Project Manager with 8 regional 
projects 



• Sectors working together to support 
aging individuals with developmental 
disabilities 

• Principle – it takes both sectors  
to best support individuals 

• Encourage regional committees 
• Provincial funding proposals 
• Provincial projects or initiatives 

 



OPADD STRUCTURE 

OPADD Collaborative Leadership 
• Reena – Lead Agency 
• Ministry of Health and Long Term Care, Ministry of Community and Social Services, Ontario Seniors Secretariat 
• Ontario Agencies Supporting Individuals with Special Needs (OASIS), Ontario Community Support Association (OCSA) 
• Ontario Association of Non-Profit Homes and Services for Seniors (OANHSS), Ontario Long-Term Care Association (OLTCA) 
• Ontario Association of Community Care Access Centres (OACCAC), Community Care Access Centres (CCAC) 



OUTCOMES OF PROJECTS 

• Cross sector education 

• Relationship/awareness building between 
sectors – understanding of agencies and 
how their system works 

• This leads to problem solving individual 
cases 

• Partnerships evolve and cross-sector models 
are created 

• Driving change from the ground up – 
informing policy makers 



PRACTICAL EXAMPLES 

• U-First Training  

• Seniors sector, joint committee to review 
curriculum, train-the-trainer, always co-train, 
mixed sector classes 

• Developmental services using Alzheimer 
societies, Palliative care 

• Shared service model – Developmental 
supports within Long Term Care Homes and 
Individuals living in Long Term Care Homes 
accessing Developmental Service day programs 



• Individuals aging with a developmental disability accessing senior day 
programs (general and dementia specific) 

• Working together on complex issues and system problems – getting the right 
people in the right place at the right time 

• Behavioural supports from both Developmental Services and Seniors/Long-
Term Care working together on complex issues related to Dementia and 
Developmental Disabilities 



March 2013 – 4 cross-sector conferences in 4 regions 

• New Guidelines/Screening Tool for Dementia – NTG (Dr. Seth Keller and Dr. Nancy Jokinen) 

• Facilitated process on possible partnerships 

February 2014 – 5 cross-sector conferences in Toronto 

• 1 leadership conference (self assessment readiness tool) 

• 4 front line staff conferences – learning through case examples, palliative care, EDSD 



CHALLENGES 

• Sustaining a collaborative over a large geography 
and over a long time 

• Reliance on champions, how to engage a wider group 

• Understand that all regional or local committees are different, have 
different members, focus/projects and lifespans 

• How to keep regional or local committees connected to each other 

• Lack of resources – grant to grant and what happens in between 

• Ministry silos in government – how to keep going when change is slow  



MOVING FORWARD 

• Collaborative continues to meet and work on systemic and policy issues 

• Regional Committees and local committees – always changing   

• Both Social Services and Health recently collaborated on a joint guideline to 
support individuals who require a Long Term Care Home  

• Proposal to look at the refinement of the self-assessment readiness tool for 
Developmental Services and the range of Seniors Services 



NEED MORE INFORMATION? 
Bryan  Keshen   Sandy Stemp     Esther Silver  

CEO      COO    Social Worker 

Reena     Reena     Centre Miriam 

(905) 889.6484 x2020  x 2227      514-345-0210 ext 119 

bkeshen@reena.org  sstemp@reena.org      esther.silver.miriam@ssss.gouv.qc.ca 
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