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Executive Summary 
 
This Analysis and Follow-up Report has been written in response to the Dementia Needs 
Assessment: Final Report, a study conducted by Armand Boudreau, Management Consultant, 
in collaboration with the Centre canadien de leadership en évaluation. Information and 
comments gathered from persons with dementia and their caregivers, as well as from service 
organizations have been analyzed and included in this Analysis and Follow-Up Report. 
 
The Final Report of the Dementia Needs Assessment study was submitted to the Alzheimer 
Society of Ottawa and Renfrew County in February 2013. There were 19 recommendations 
made in the Dementia Needs Assessment study. These recommendations were reviewed by 
the Dementia Needs Assessment Steering Committee and cross referenced with other 
concurrent initiatives within the Champlain Local Health Integration Network (LHIN).   
 
The purpose of the Dementia Needs Assessment was to give persons with dementia and their 
caregivers a voice in expressing their feelings on what they felt they needed to live in the 
community, on the state of current services and how to best fill the gaps. The dramatic increase 
in the numbers of persons with dementia in Ottawa and Renfrew County has put untold 
pressure on the development of services required to meet their needs and those of their 
caregivers.  Recent indications are that some dementia-specific services in Ottawa are 
experiencing underutilization while others appear to be overloaded. By listening to the voices of 
those with dementia and their caregivers, the Dementia Needs Assessment study provided 
specific recommendations regarding caregiver support, community support services, the Guest 
House, the Champlain Community Care Access Centre, retirement homes and long term care 
homes with secure beds. This project was carried out in the City of Ottawa only.   
 
The Regional Geriatric Program of Eastern Ontario and the Champlain Dementia Network have 
recently completed (April 2013) a proposed Integrated Model of Dementia Care.  The Model has 
as two of its priorities the development of clear mechanisms for the involvement of persons with 
dementia and family caregivers in system wide-planning, as well as promoting greater public 
awareness of dementia to inspire a clear commitment to improving the lives of persons with 
dementia and their caregivers amongst health system leaders.  These priorities are closely 
aligned with the findings of the Dementia Needs Assessment, and, as noted in this Analysis and 
Follow-up Report, it is expected that many of the recommendations resulting from the Dementia 
Needs Assessment study will be addressed by this new Integrated Model of Dementia Care. 
 
Background information in response to the recommendations listed in the Dementia Needs 
Assessment Report has been supported by work of the Ontario Dementia Network, information 
from the Community Care Access Centre and additional information about the Retirement Home 
sector. 
 
At a meeting held in April 2013, the Dementia Needs Assessment Steering Committee 
approved the following 14 recommendations of the Dementia Needs Assessment study: 
 
1. Coordinate needs and care planning: The assessment of needs and care planning for 

persons with dementia should be better coordinated.  All concerned service providers 
should be involved to avoid duplication and delays.   

 
2. Involve caregivers as stakeholders: The caregivers should always be involved as 

principal stakeholders in care planning.  A paradigm shift may be required to structure 
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systematic participation of caregivers as contributors in the care plan rather than a client of 
the system.  
 

3. Provide support at first point of access: The caregivers should be assigned a resource 
person at their very first point of access to the system to accompany them in understanding 
and navigating the service system.  

 
4. Structured caregiver mentor system: The development of a structured caregiver mentor 

system should be explored. Experienced caregivers and former caregivers could be 
assigned to caregivers entering the service system to provide them with the necessary 
emotional and system knowledge support to engage in their new caregiving role. The study 
being conducted by a researcher at the University of Alberta on a telephone support system 
with trained expert caregivers should be examined. 

 
5. Training in-home respite workers: Engage in-home respite workers in standardized 

training on dementia and more specifically on how to engage the person with dementia in 
meaningful activities during the respite time. 

 
6. Respite services outside the home: Explore the development of more home-like 

approaches to respite services outside the home. Innovative best practices such as the 
Carpe Diem program should be explored and possibly adapted to the specific needs of 
persons with dementia and the caregivers in the Ottawa area.   

 
7. Cost analysis of services: Conduct an analysis of the cost of services and develop 

recommendations to alleviate the financial burden of caregiving for persons with dementia. 
 
8. Access to Guest House: Review the admission processes and criteria, as well as house 

rules at the Guest House to reduce obstacles to access and increase occupancy.   
 
9. Reduce wait times: Considering the wait times reported in the system and the increased 

demand, it is recommended that the LHIN review the allocation of resources for services to 
this clientele. 

 
10. Standardized data collection: The region should develop a standardized data collection 

system on the needs of persons with dementia and the services they access and utilize, as 
well as the contribution made by caregivers. This would have to be based on a standardized 
electronic client record system. 

 
11. Navigating the system:  A comprehensive mapping of all services, including retirement 

homes, offered to persons with dementia and the support provided to caregivers should be 
undertaken and updated regularly to help both caregivers and service providers better 
navigate the system. 

 
12. Structured communication: On-going communication should be structured in the system 

to inform the public and specifically caregivers of the services available to persons with 
dementia, their relevance, and how, as caregivers, they can best be assisted in their role.  

 
13. Initial assessments: A review of the resources allocated to the Champlain Community Care 

Access Centre (CCAC) is recommended in order to decrease the wait times for initial 
assessments of persons with dementia. 
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14. Utilization analysis of secure beds: A comprehensive analysis of the present utilization of 
long term care (LTC) secure beds is recommended. 

 

 
Overview 
 
Background 
The last dementia study, The Dementia Respite Research Study, was led by the Alzheimer 
Society of Ottawa and Renfrew County (ASORC) and was funded by the City of Ottawa. This 
study focused only on respite needs and took place in 2001.   The numbers of persons with 
dementia in Ottawa and Renfrew County alone has doubled from 7,000 to 15,000 since the time 
of this last study, and experts project that this number will again double within the next 
generation.   
 
Few diseases have more impact on family and friends than dementia.  According to a 2010 
study entitled 10 by 20: Ontario Action Plan for Dementia, Alzheimer Society of Ontario, families 
and friends of persons with dementia spent 87,100,000 unpaid hours caring for their loved ones 
that year alone in the Province of Ontario. It is estimated that for every person with dementia, 
ten others are affected. It is a well-known fact that this type of caregiving is one of the most 
physically demanding and emotionally draining of all caregiving roles.  
 
This dramatic increase in the numbers of persons with dementia has put pressure on the 
development of services required to meet their needs and those of their caregivers. The 
purpose of the 2012 Dementia Needs Assessment study is to give persons with dementia and 
their caregivers a voice in expressing their feelings on what they felt they needed to live in the 
community, the state of current services and how to best fill the gaps.  The overall goal is to 
form an environment where persons with dementia and their caregivers living in the community 
will feel supported, and have their needs more fully met.  
 

Dementia Needs Assessment 
In September 2012, ASORC, in collaboration with the Champlain Dementia Network and other 
community partners, commissioned a study to examine the needs of persons with dementia and 
their caregivers to ensure that the community services offered to them are responsive and 
timely. The study, entitled Dementia Needs Assessment: Final Report, was conducted by 
Armand Boudreau, Management Consultant, in collaboration with the Centre canadien de 
leadership en évaluation.  The Final Report was submitted to ASORC on February 28th, 2013, 
and subsequently reviewed by the Dementia Needs Steering Committee on April 3rd, 2013.   
   
A mixed methods approach was used for data collection to achieve the objectives of the 
mandate of the study and its deliverables.  Data on the needs of caregivers and persons with 
dementia were obtained primarily through the following four surveys as well as four focus group 
meetings:  

 A survey of caregivers receiving services;  

 A survey of persons with dementia; 

 A survey of caregivers not receiving services; 

 A separate survey of Guest House users; 

 Four focus groups, three involving Anglophone and one involving Francophone 
participants.  
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An environmental scan was conducted with information obtained through the following four 
sources:  

 The Champlain Community Care Access Centre (CCAC) provided background 
information and extensive data to support the findings;  

 A survey of community support organizations; 

 A survey of retirement homes;  

 A survey of long term care homes with secure beds.   
 
A literature review and trend analysis based on the Ottawa Dementia Respite Care Research 
Study conducted in May 2001 was included in the study.   
 
The Dementia Needs Assessment: Final Report  includes valuable  information on the profile of 
caregivers who responded to the surveys,  outlines major findings generated by the data, 
compares current findings with those contained in a previous report entitled The Ottawa 
Dementia Respite Care Study conducted in May 2001, and develops recommendations 
accordingly.  The Dementia Needs Assessment: Final Report and the accompanying Executive 
Report are public documents and can be accessed by contacting ASORC. 

 
 
Challenges Faced by Caregivers 
The results of the caregiver survey reflected responses received from 359 respondents. It was 
hoped that the results could be supported by a survey of persons with dementia, and a survey 
of caregivers not receiving services.  The survey of persons with dementia involved 18 
participants.  Although they reported general satisfaction with services received, the response 
rate was too limited to be tabulated as separate results.  Likewise,  in spite of advertising locally 
and on various web sites, the survey of caregivers not receiving services yielded only five 
responses, too few to be considered as part of this Assessment.   
 
Valuable information was obtained on the profile of caregivers in this study: gender (mostly 
female); age (60 years old and over); where caregivers live (half at home, the other half in 
retirement homes or long term care homes); how caring for someone with dementia has 
affected their health (55% say their health has been affected) and concurrent chronic health 
conditions of the person with dementia (more than half have other chronic conditions). More 
than half of the persons with dementia under their care are over 80 years old, 74% are either at 
the moderate or advanced stages of the disease, while more than half have various other 
illnesses and mobility issues.   
 
The Dementia Needs Assessment clearly illustrates the most pressing challenges faced by 
caregivers today.  There are three stages of the disease where different types of support are 
critical. First, help is required at the onset of dementia to help persons with dementia and their 
caregivers understand the disease and navigate the system. Second, better support is needed 
for the caregiver as the disease progresses from the mild to the moderate stages.  Third, a more 
rapid response is required when the person with dementia requires more intensive or 
institutionalized care.  
 
At  the  onset  of  the  first  signs  of  symptoms  of  dementia,  there  is  an  immediate  need  
for caregivers to understand what is happening, what is to be expected, and what services are 
available.  Both the persons experiencing the symptoms  and  the  caregivers  need  a  first  
level  of  service  consisting  of assessment,  diagnosis,  education  and  support.  The 
Dementia Needs Assessment indicates  that  there  are difficulties  at  this  first  level  of  service  
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need.  More active outreach and promotion of available services are needed to encourage the 
persons with dementia and their caregivers solicit help more rapidly.  The system must be 
adjusted to offer diagnostic and assessment services in a timely manner, without excessive wait 
times, as well as early support and education services.  
 
Second, this initial contact with the illness is followed by a phase during which the caregiver 
supports the person with dementia using a common sense approach to cope with the 
manifestations of the illness and to avoid institutionalization. During that time, the person with 
dementia is usually at a mild or moderate impairment level.  The Dementia Needs Assessment 
highlights the need to involve caregivers more actively in developing integrated and coordinated 
care plans, and to support them adequately in their caregiving role during this phase. The need 
to revise the respite service system to avoid burn out of the caregivers and to allow them to 
make timely decisions with the person they care for is also clearly indicated.  
 
Third, the  most  difficult  crisis  occurs  when  more  intensive  or  institutional  services  are 
required. Too often, the decision to place the person with dementia in an institution is made in 
an emergency situation or at a stage where the caregivers are exhausted. This creates an 
enormous  amount  of  stress  for  both  the  caregivers  and  the  persons  with  dementia.  The 
service system must be able to respond rapidly at that time to help the caregivers deal with this 
transition and support the person with dementia in this process. The Dementia Needs 
Assessment highlights important  access  difficulties  at  that  critical  stage  in  the  lives  of  the  
persons  with  dementia and their caregivers. 

 
 
Analysis and Discussion on Recommendations 
 
Caregiver Support 
 
Sixty percent of caregivers indicated that all or most of their needs were met by services 
received and that they were satisfied. However, caregivers did say that there were major 
difficulties at the first point of access to the health care system. Some difficulties identified were: 
 

 Long wait times for initial assessment services;  

 Difficulty understanding and navigating the system; 

 Fear of the unknown:  they do not know what to expect from the illness and from the 
service system; 

 Location, accessibility of services; 

 Knowledge, competence and reliability of staff; 

 Cost of the service;  

 Inconsistent reciprocal communication with service providers; 

 Lack of emergency support as a caregiver; 

 The lack of coordinated service plans with primary caregivers as principal stakeholders, 
including retirement home caregivers. 

 
 
The following recommendations regarding caregiver support as outlined in the Dementia Needs 
Assessment were discussed by the Dementia Needs Assessment Steering Committee: 
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1. Coordinate needs and care planning: The assessment of needs and care planning for 
persons with dementia should be better coordinated.  All concerned service providers 
should be involved to avoid duplication and delays.   

 
Steering Committee Response: 
Agree.  A better understanding of the application of the requirements of the Privacy Act 
amongst various service providers, and health care professionals is needed so that all are 
consenting to share the care plan originally designed.   

 
2. Involve caregivers as stakeholders: The caregivers should always be involved as 

principal stakeholders in the care planning. A paradigm shift may be required in order to 
structure systematic participation of caregivers as contributors in the care plan rather than a 
client of the system.  
 
 
 
 
 
 

Steering Committee Response:  
Agree. The caregiver needs to be involved as a client on the same basis as the person with 
dementia. Involvement of persons with dementia, family and caregivers in system wide-
planning and decisions about their care is also a goal of the Integrated Model of Dementia 
Care. 
 

3. Provide support at first point of access: The caregivers should be assigned a resource 
person at their very first point of access to the system to support them in understanding and 
navigating the service system.  

 
Steering Committee Response: 
Agree.  The Integrated Model of Dementia Care being concurrently developed may provide 
a response to this issue.  

 
4. Assign one resource person per geographic area: The ASORC First Link Program could 

be redesigned to assign one resource person per geographic area. Additional resources 
would be required but the return on investment would be potentially assured by a more 
optimal use of the services provided by the caregivers. 
 

Steering Committee Response: 
This recommendation should be put on hold for the time being.  More research needs to be 
undertaken in order to determine whether it would be preferable to assign one resource 
person to each geographic area, or whether better results would be obtained by making the 
various first points of access the determining factor, such as ASORC, the Champlain CCAC, 
the Bruyère Memory Disorder Clinic, or individual physicians.   

 
5. Structured caregiver mentor system: The development of a structured caregiver mentor 

system should be explored. Experienced caregivers and former caregivers could be 
assigned to caregivers entering the service system to provide them with the necessary 
emotional and system knowledge support to engage in their new caregiving role. The study 
being conducted by a researcher at the University of Alberta on a telephone support system 
with trained expert caregivers should be examined. 

“I do not think that the staff considers, in general, the observations 

and opinions of family members as being valid, although we have 

significantly greater contact with and knowledge of our loved one.” 
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Steering Committee Response: 
Agree. The results of the Alberta Model will be reviewed to determine its applicability to 
current circumstances.  Comprehensive caregiver strategies are also seen as central to the 
Integrated Model of Dementia Care which is proposing several activities to achieve this 
overall goal.  

 
 

Services 
Caregivers were asked about their level of satisfaction with services in general, whether the 
services currently offered met their needs, and what their experience has been in accessing 
these various services.  Services surveyed included general assessment and diagnosis, 
counselling and support, education and outreach, in home and community care services, 
personal health care services, Adult Day Programs, and respite care at home.  
 
In general, caregivers were satisfied with most services they received. They generally found 
services easy to access and appreciated the support and relief which they provided. However, 
they raised concerns about lack of coordination of various services, wait times, need for training 
of professionals in the field, cost of services, lack of information as to who to contact to obtain a 
service, long wait times at CCAC for assessment to access services, lack of a back-up for the 
caregiver in times of emergency, accessibility of French services, and their wish for more relief 
hours at home. A recurring difficulty with respite, in general, outside the home, was the refusal 
of the persons with dementia to leave their own home.  
 
Caregivers identified some specific recommendations regarding utilization of services. These 
were: 

 Continue and extend inter disciplinary approaches to services;  

 Ensure rapid transition services when caregiver is no longer capable;  

 Reduce wait times, especially for assessment by CCAC;  

 Improve respite services at home, with the need for stimulation for the person with 
dementia most often cited;    

 Develop family mediation services to help families deal with decisions arising out of the 
caregiving they are providing;   

 Develop home-like respite and residential services;   

 Support and involve the caregiver in service planning and improve the coordination of 
the service plans implemented by multiple service organizations;  

 Develop a mentor system for caregivers to provide individualized support;   

 Improve the information provided to the public and the service providers regarding the 
elder abuse program;   

 Provide more access to educational material on dementia, the services and the 
caregiving role.  

 
Caregivers answering the survey and those discussing the issue in focus groups expressed 
very intense feelings especially with respect to the level of fear and uncertainty they experience 
on a daily basis. Their concerns evolve around the fact that they do not know what to expect 
from the disease, they feel they might be unable to respond should an emergency occur or 
should they reach the limits of their abilities as caregivers.  They feel guilty when they have to 
ask for help, frustrated that their caregiving abilities are not recognized by professionals in the 
field, overwhelmed with the heavy demands of their caregiving responsibilities, and discouraged 
when the person with dementia refuses any type of help which may alleviate the caregivers’ 
burden.  
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The Dementia Needs Assessment provided a trend analysis compared to the Ottawa Dementia 
Respite Care Research Study conducted in May 2001. Results with respect to respite care 
show that:  
 

 The number of short term respite beds has increased from 7 to 22. This number includes 
12 in the Guest House but does not take into account respite beds available in the 
Retirement Home sector. The Guest House provides a secure environment but it is not 
clear how many of the other respite beds are secure; 

 In-home respite is still the preferred option;  

 In-home respite – the need for standardized training for staff on how to engage the 
person with dementia in a meaningful way during respite time is still an issue identified 
by caregivers;  

 Admission criteria and house rules for the Guest House are still identified as 
problematic;  

 The current short stay respite services are still not considered sufficiently home-like by 
caregivers;    

 Caregivers have no one to call on short notice for emergency respite. 
 

The CCAC now has one Short-stay Respite Coordinator for all respite in Long Term Care 
Homes.  However, this Short-stay Respite Coordinator does not look after admissions to the 
Guest House.  In 2012 CCAC also designated one staff person to Adult Day Programs. Results 
with respect to day programs show that in 2001, 45% of day programs reported underutilization 
while there are wait lists today; client satisfaction with day programs is still high; and there is  
better coordination of admission processes today. 
 
The following recommendations on services as outlined by the Dementia Needs Assessment 
study, were discussed by the Dementia Needs Assessment Steering Committee: 
 
6. Training in-home respite workers: Engage in-home respite workers in standardized 

training on dementia and more specifically on how to engage the person with dementia in 
meaningful activities during the respite time.    

 
Steering Committee Response: 
Agree.  This is a critical recommendation now, as it was as a result of the 2001 Study 
referenced above.  This issue has been recognized by the Integrated Model of Dementia 
Care which identified as one of four priorities in its strategy the promotion of earlier diagnosis 
and intervention, the need to “train personal support workers in the community to detect 
cognitive problems and be able to effectively support persons with dementia and their 
caregivers”. Some work has also been undertaken by the Ontario Dementia Network which is 
currently involved in setting up a framework, and identifying core standards and 
competencies required so that basic training can be developed for workers in the field. The 
Steering Committee supports this initiative.  More research should be done on Le Baluchon 
program, a Quebec Government funded initiative which offers a combination of temporary 

“Services are not reliable - it’s extremely difficult to keep the same person 
- in one month I had 4 different people coming to the house, 2 of them 
quit, 2 of them were not a good fit.  I inquired about the privately owned 
homecare services and they are very costly.” 
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live-in home care and advice to caregivers by trained teams of workers as a possible model 
towards achieving better results in the field of dementia care training.  

 
7. Respite services outside the home: Explore the development of more home-like 

approaches to respite services outside the home. Innovative best practices such as the 
«Carpe Diem» and «Le Baluchon» programs should be explored and possibly adapted to 
the specific needs of persons with dementia and the caregivers in the Ottawa area.   

 
Steering Committee Response:  
Agree.  As noted above, since Le Baluchon is designed for in-home respite services, 
reference to this service should not be mentioned in this recommendation.  Carpe Diem 
House is a not-for-profit community organization in Quebec which offers support, guidance 
and services tailored to the specific needs of persons with dementia and their families who 
reside in the house or who take part in their at-home support services, respite, and day care 
centre. This is a worthwhile initiative which merits our review and attention while exploring 
options to improve respite services outside the home.  
 

 
8. Cost analysis of services: Conduct an analysis of the cost of services and develop 

recommendations to alleviate the financial burden of caregiving for persons with dementia.  
  
Steering Committee Response: 
Agree.  Although this recommendation is dependent on government funding, several cost 
beneficial options can be explored such as comparing the actual cost of respite services 
against the cost of services currently being delivered by family caregivers.  An emerging 
trend which merits consideration involves actually hiring family members through agencies, 
and allowing them to direct their own care.        

 
 

Guest House 
The Guest House is the only facility of its kind in the Ottawa-Renfrew area.  It was opened five 
years ago as a result of a recommendation of the Respite Care Study conducted in 2001.  The 
respite care Guest House is a joint project of Carefor Health & Community Services, The 
Alzheimer Society of Ottawa & Renfrew County, and The Perley and Rideau Veterans' Health 
Centre.  Located on the Perley campus, it is a 12-bedroom bungalow which offers short stays of 
up to three months in a “home away from home” atmosphere for those in the early to moderate 
stages of dementia. 
 

 
 
 
 
 
Eighty-two percent of caregivers said that their caregiving responsibilities affected their health; 
yet, the Guest House has been under-utilized, and the facility currently operates at 60% 
capacity.  Data from four Retirement Homes (out of the ten that responded) that offer between 
one and two beds for respite care revealed that they operated at between 37% and 56% 
capacity in 2012/13.  A separate survey of Guest House clients was designed to assess their 
level of satisfaction with the service, identify the reasons for this under-utilization and adjust 
practices accordingly.   
 

“I have told many people how great the Guest House is and how it saved 
my sanity.” 
 



  

12 
 

According to survey results, 74% of persons with dementia who use the Guest House are at the 
mild to moderate stages of the disease, representing the target population for which the Guest 
House was designed; the remaining 26% are at the advanced stage;  83% have mobility issues, 
and 59% suffer from other diseases.  Satisfaction levels for caregivers using the Guest House 
were high with respect to staff attitude and expertise. However, major impediments identified by 
the survey participants related to the following: 
 

 Complexity of admission procedures, especially delays encountered in the CCAC 
assessment process which is required to gain admission to Guest House; (this is 
explored more fully in the next section);   

 
 
 

 
 
 

 Reluctance of the person with dementia to leave their personal home and be separated 
from the primary caregiver for a long period of time;  

 Rigidity of Guest House rules;     

 Location of the service including distance, parking, and transportation issues. 
 
 
The following recommendation on the Guest House, as outlined by the Dementia Needs 
Assessment study, was discussed by the Dementia Needs Assessment Steering Committee: 
 
9. Access to Guest House: Review the admission processes and criteria, as well as house 

rules at the Guest House and other respite services outside the home, to reduce obstacles 
to access and increase occupancy. 

 
Steering Committee Response: 
Agree.  Since Recommendation #7 already deals with respite services outside the home, the 
Committee prefers limiting this recommendation to Guest House only. After five years of 
operation, a review is very timely. The three entities responsible for Guest House - Carefor 
Health & Community Services, The Alzheimer Society of Ottawa & Renfrew County, and The 
Perley and Rideau Veterans' Health Centre -  will review existing procedures with a view to 
eliminating current obstacles, and responding more efficiently to the needs identified by 
Guest House users which should result in a higher occupancy rate for this facility.     

 
 

Systems: Environmental Scan 
Three separate surveys were conducted: one for community support organizations, one for 
retirement homes and one for long term care homes with secure beds.  However, the response 
rate from community support organizations who participated in the environmental scan was 
somewhat limited and the data obtained was incomplete. In fact, many organizations did not 
compile the data requested in the surveys, or they collected parts of it in different formats. This 
was the case for the consumer utilization of services data, although this was compensated in 
part by the centralized data obtained from the CCAC.   
 

“Sometimes I would like to check my mother in on a Saturday but check-in  
times are done during the week. This is small however compared to the 
wonderful benefits of the place.” 
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This could be partly due to the fact that many of the community support organizations do not 
keep specific statistics on clients with dementia. Also, there is a lack of a coordinated and 
standardized information system in the community support organization sector.   
 
 

Champlain Community Care Access Centre (CCAC) 
Caregivers who answered the survey indicated that there were long wait times for initial 
assessment.  Although the CCAC Case Managers offer a valuable service including in-depth, 
standardized assessments of client/family needs, as well as ongoing care planning and 
coordination of various services such as CCAC In-Home Services, Community Support 
Services, Primary Care, Acute, and Long-Term Care Services, these centralized assessments 
and admission processes are causing a bottle-neck effect in the system.  As a result, caregivers 
and persons with dementia must occasionally wait long periods of time for the results of the 
assessment required for them to access services. 
 
Note that the following information was obtained after the Final Report for the Dementia Needs 
Assessment study was written: 
 

 In 2012, there were 35,288 clients who were newly admitted to the Champlain CCAC, 3,543 
of whom had dementia (about 10%).   

 Clients with dementia represent 11.9% of the total number of CCAC clients. Of that 11.9%, 
the majority are at the mild to moderate impairment levels and yet these clients are mostly 
referred to high intensity services.   

 In fact, 42% of the new dementia clients at CCAC in 2012 were referred to LTCH and 23% 
were referred to LTCH and home care. These latter clients are receiving home care services 
while waiting for a place in a LTCH. Although, as indicated above, the impairment levels of 
the CCAC clients as a whole are mostly at the mild and moderate levels, 69% of the new 
dementia clients were eligible for institutional services in a long term care home. 

 As well, the largest proportion of persons being referred and receiving services in the Adult 
Day Programs and the CLHIN-funded Assisted Living Services for High Risk Seniors are 
persons with a dementia. The CCAC reported 413 referrals of persons with dementia out of 
a total of 776 clients (from May 1, 2012 to Dec 31, 2012) in the Adult Day Programs. It also 
reported 110 clients with dementia out of 474 clients in the Assisted Living Program for high 
risk seniors. 

 There were a total of 58 clients with dementia on the waitlist for Adult Day Programs as of 
December 1, 2012.  

 
 

Community Support Organizations 
A total of 18 out of 27 organizations responded to the survey. Of those that responded, two 
organizations, the Regional Geriatric Program and CCAC have been discussed elsewhere in 
this Report. Thirteen organizations offered services to persons with dementia under the age of 
65, although only three organizations compiled specific information on utilization rates for this 
group. In regards to wait lists for persons with dementia, in the few organizations that 
responded, two reported wait lists in Counselling and Support Services; one reported a wait list 
in In-Home and Community Care Services such as homemaking, friendly visiting, telephone 
assurance and meals on wheels; two reported a wait list for Education and Outreach Services. 
 
Two areas of concern emerged from caregivers regarding accessing services through 
community support organizations: lack of information and communication issues regarding what 
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is available and how to access the services.  Comments from caregivers included: access 
difficulties related to wait times, lack of information and complexity of the system, lack of 
emergency support and costs. Health professionals are not always aware of the specifics of the 
services available to persons with dementia and the caregivers, which makes it difficult for them 
to guide the caregivers in navigating the system. Caregivers also said that there needs to be 
greater acknowledgement, recognition and support for the work that they do and their expertise. 
 
It is recognized that the absence of standardized data collection and recording of services to 
persons with dementia and their caregivers results in a lack of information which is a major 
stumbling block to better planning for improved services. 

 
 
Retirement Homes 
A total of ten homes out of sixty completed this survey. Six of these retirement homes provided 
assisted living or “secure units” which can help residents of all ages face challenges with 
memory, mobility or chronic illness. Services provided include help with housekeeping, cooking, 
mobility and personal hygiene, while also ensuring that the resident's independence is kept 
intact and health needs are met. Some homes include all services in their costs that can range 
from approximately $1,500 to $6,000 per month depending on the type of room and services 
provided. In Ottawa, we know that there are three retirement homes that only accept persons 
with dementia:  Richmond Care Home, St. Joseph’s Villa, and Embassy West Retirement 
Home. While the sample size is too small to conclude that these statements are representative, 
the survey did report: 
 

 Nine homes with 327 persons having dementia living in their residences out of a total of 
864 residents, representing 38% of their residents; 

 Five homes having 33 persons with dementia on their wait list; 

 Seven homes having 442 assisted living beds; 

 Six homes having a total of 146 secure beds, while one home reported having a secure 
unit without reporting the number of beds; 

 Two homes reported having a total of 15 respite and convalescent stay beds with 2 
persons with dementia utilizing these beds. Utilization of these beds is nearly 100 per 
cent. 

 
Of note is:  
 

 The average length of stay reported for persons with dementia in Retirement Homes 
ranged from six to 24 months; 

 The CCAC reports 27% of their clients live in Retirement Homes. 

 More research should be done to determine how many respite beds are available in 
Retirement Homes and what impact this will have for planning of respite in the future  

 
According to a 2012 Canadian Mortgage and Housing Report,  
 

 There were 47,200 seniors living in about 700 retirement homes in Ontario in 2012, 
2,400 more residents than in 2011. Retirement Homes provide less than 1.5 hours or 
more of care per day. (CMHC 2012) 
 

 Total retirement home supply grew by 6.6 per cent, or 3,080 spaces, to 49,600 in 2011. 
(CMHC 2012) 
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In 2010, retirement homes became regulated under the Retirement Homes Act (RHA). 
However, there is still need for concern, as demonstrated by the following quotes: 
 

 “The government claims retirement homes taking these patients have to follow provincial 
standards but they don’t have the physical facilities needed or the trained staff”, Natalie 

Mehra, Ontario Health Coalition. (Toronto Star April 29, 2013). *The RHA states that all 
staff are to receive training in mental health issues, including caring for persons with 
dementia.(Section 65 (5))  Phase 4 of the Regulations states that as of July, 2013 “All 
direct care staff must receive additional training (e.g. relating to abuse recognition and 
prevention, behavioural management, and mental health issues)”.  
 

 “Residents of retirement homes are a potentially vulnerable group as they are often 
dependent on the institution that provides their care and shelter. Traditionally, retirement 
homes were designed for seniors who require minimal to moderate support with their 
daily living activities. It appears, however, that the care levels provided in retirement 

homes are increasing due to demand and lack of available beds in long‐term care 
homes. This trend will only continue as the RHA allows retirement homes to provide the 

same level of care provided at long‐term care homes.” Judith Wahl, Executive Director, 
Advocacy Centre for Elderly, 2013. 

 
The numbers of persons with dementia is rising within the retirement home sector. We know 
that there is often a delay of up to three years in recognizing dementia. More than 50% of cases 
are diagnosed beyond the mild stage, which means that upon entering a retirement home, a 
diagnosis of dementia may not have been made. It is estimated, from research projects that 
have recently taken place undertaken by the RGP within a few retirement homes that 30% of 
persons entering retirement homes already have a diagnosis of dementia and about 25-30% are 
not yet diagnosed. This means that potentially more than half of the residents in retirement 
homes could have dementia. This underlines the need for earlier screening and diagnosing of 
dementia so that appropriate services can be put in place. 
 
There are initiatives taking place in some retirement homes in Ottawa to accommodate the 
service needs of the increasing dementia population such as the start-up of Adult Day 
Programs, Gentle Persuasive Approach education for staff, memory sensitivity training for 
residents, and special care floors for those with dementia. Given the rising tide of the numbers 
of persons with dementia in retirement homes, standardized data collection and recording of 
services for those with dementia would provide a more complete picture to enable future 
planning to meet needs. This issue points to the need for a research study of retirement homes 
to obtain a clearer picture of the profile of residents, how many have dementia, and the services 
that they are receiving.  
 
 
 

Long Term Care Homes with Secure Beds 
The Dementia Needs Assessment study included a survey of long term care homes with secure 
beds. The purpose of this survey was to understand the utilization of secure beds in the system 
and to know how to plan for the future. This information is relevant also to community services 
inasmuch as there are persons with dementia waiting to be admitted to these beds who are 
consuming community support services.    
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A total of 11 out of 18 homes surveyed provided responses.  The survey identified that 11 
respondents manage 16 secure units with 598 beds, and they report an occupancy rate of 97%. 
Of these 11 homes, nine reported a total of 114 residents currently living in secure areas who 
no longer require secure special care.  One residence reported having respite bed availability in 
a secure special care area.   
 
When asked about wait times, the following information was reported: 

 28 basic beds:  7-month wait time; 

 9 Semi-private beds: 43-month wait time;  

 16 private beds: 1-month wait time. 
 
The providers also report confusion in the reporting of utilization data on these secure beds as 
there is no centralized information compiled on the use of these beds after initial admission.  
 
As in the case of respite services, the Dementia Needs Assessment provided a trend analysis 
based on the Ottawa Dementia Respite Care Research Study conducted in May 2001. Results 
with respect to systems challenges show that:  

 
 The complexity of the system and the difficulties in navigating it are still identified by the 

caregivers as a problem for them; 

 The financial burden to families for some of the services is still a concern;     

 Emergency support for caregivers without a back-up plan should there be an urgent 
situation that takes them away from their duties such as a personal illness or death in 
the family is still not sufficiently structured; 

 Assessments still seem to be a problem for the caregivers who complain of the 
excessively long wait times to receive an initial assessment from the CCAC;  

 The lack of flexibility in scheduled times and eligibility criteria for respite services are still 
voiced as being problematic for caregivers. 

 
The following recommendations on systems, as outlined by the Dementia Needs Assessment 
study, were discussed by the Dementia Needs Assessment Steering Committee: 
 
10. Reduce wait times: Considering the wait times reported in the system [and the increased 

demand illustrated in the new admissions to CCAC services for persons with dementia,] it is 
recommended that the LHIN review the allocation of resources for services to this clientele.  
 
Steering Committee Response: 
Agree. Other organizations are also experiencing increased demand and have wait times 
for services. This needs to be included in the recommendation as suggested above.. 

    
11. Standardized data collection: The region should develop a standardized data collection 

system on the needs of persons with dementia and the services they access and utilize, as 
well as the contribution made by caregivers. This would have to be based on a standardized 
electronic client record system.  

 
Steering Committee Response: 
Agree.  The difficulties which gave rise to this recommendation are also a consideration of 
the Integrated Model of Dementia Care.  There are many stakeholders involved in making a 
system of standardized data collection a reality, all of whom recognize it as a critical need.  
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12. Navigating the system:  A comprehensive mapping of all services, including retirement 
homes, offered to persons with dementia and the support provided to caregivers should be 
undertaken and updated regularly to help both caregivers and service providers better 
navigate the system. 

 
13. Structured communication: On-going communication should be structured in the system 

to inform the public and specifically caregivers of the services available to persons with 
dementia, their relevance, and how, as caregivers, they can best be assisted in their role. 

 
 Steering Committee Response:   

Agree. Recommendations 12 and 13 complement each other.  The Integrated Model of 
Dementia Care has made System Navigation and improved communication central 
recommendations in its study, and includes a number of activities aimed at achieving the 
goal of informing persons with dementia and their caregivers what they might expect from 
the service system and where it can be found.  

 
 
14. Reduce wait times for initial assessments: A review of the resources allocated to the 

CCAC is recommended to reduce the wait times for initial assessments of dementia clients 
at the CCAC.    
 

Steering Committee Response: 
Agree.  The Integrated Model of Dementia Care also envisages enhanced partnerships 
between CCAC and Community Support Services in the planning and delivery of dementia 
care and support.  In addition, the CCAC will look at other options such as a review of 
various approaches which would speed up the assessment process while maximizing 
resources.  

 
 
15. Monitor performance related to wait times: It is recommended that the CCAC continue to 

review their performance improvement strategies.      
 

Steering Committee Response: 
Remove .No further action required.  The CCAC already has mechanisms in place to 
monitor its performance in this area, and will continue to do so.  

 
 
16. Utilization analysis of secure beds: A comprehensive analysis of the present utilization of 

LTC secure beds is recommended.   
 
Steering Committee Response: 
Agree.  This recommendation will be pursued through the Champlain LHIN. 

 
 
17. Review monitoring secure units: A review of the monitoring of LTC secure units is 

required to ensure the optimal use of this type of service.    
 
Steering Committee Response: 
Remove.  This recommendation is redundant. The issue is identical to that raised in 
recommendation 16.  
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18. Sharing evaluation tools and expertise:   The CCAC is encouraged to continue exploring 
with other service providers, such as community support organizations and retirement 
homes, the possibilities of sharing evaluation tools and expertise to avoid duplication and 
improve access.  

 
Steering Committee Response: 
No further action required.  There is already a movement afoot to standardize assessment 
tools currently being used by various organizations, where feasible.   The Integrated Model of 
Dementia Care also includes a coordinated administrative structure as part of its strategy 
towards an integrated approach to dementia service delivery which will encourage a move in 
that direction on the part of all service providers.   

 
19. Develop Champlain Dementia Care Model: A Champlain Dementia Care Model should be 

developed taking into consideration the above-mentioned recommendations and be 
adequately resourced. Significant caregiver participation should be expected in developing 
the model.    

 
Steering Committee Response: 
Done. The Report entitled Integrated Model of Dementia Care, Champlain 2020: Making 
Choices that Matter, is now complete (April, 2013). It addresses many of the 
recommendations included in this Dementia Needs Assessment.  
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