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Executive Summary

Calgary Region Community Board Persons with Developmental Disabilities (CRCB PDD) is
responsible for the planning and allocation of resources for supports and service
development for people with developmental disabilities. CRCB PDD’s geographic area
includes the city of Calgary as well as the territory encompassing Lake Louise, High River,
Airdrie and Strathmore.

In 2009/10, there were 2,487 persons age 18+ with developmental disabilities receiving
services based on CRCB PDD’s funding in the Calgary Region. The majority (i.e., 91 percent)
of the persons with developmental disabilities population lived within the urban area (e.g.,
Calgary). A smaller number (i.e., 219 people) resided in the rural communities within the
Calgary Region.

The individual support needs of adults within this population are varied and diverse. Factors
such as the age of the individual, their location, and the nature and degree of their
presenting issues all impact the determination of the level of support they require.

CRCB PDD identified the development of appropriate services for older adults with
developmental disabilities as an emerging issue in their region based on a series of focus
groups, hosted by CRCB PDD in 2010 with families and guardians and from input received
from disability service providers. Consequently, CRCB PDD commissioned a study to review
the services and supports required for older adults with developmental disabilities, including
those with dementia.

Vision: Communities and services will be able to support older adults with
developmental disabilities so that they can continue to participate in their
communities and live healthy and meaningful lives.



Study Design
The study’s objectives are to provide:

an understanding of the current service needs;

an identification of the gaps between those service needs and current/future
service availability;

an outline of a planning framework that addresses the current and future
service needs;

an analysis of the best and promising practices in providing services and
supports to older adults with developmental disabilities, as well as to their
families;

a summary of approaches for the identification of the onset of various age-
related characteristics, including diseases and syndromes;

a review of current research, government policies, services and supports,
including natural and funded services and supports, available to adults with
developmental disabilities ; and,

an identification of areas of current and potential alignment, integration and
collaboration of supports and services provided by community-based services
and each level of government.

A mixed methods gap analysis study was completed by Possberg and Associates Ltd. The

study included:

an analysis of the current service recipients’ data maintained by CRCB PDD;
a review of the supports and services currently available in Calgary;
focus groups with individuals with developmental disabilities and family
members;
interviews with health care and disability service professionals; and,
three literature reviews including:
o) health issues and concerns that are unique to individuals with
developmental disabilities as they age;
assessment tools and processes; and,
a summary of promising practices in supports and services.



Current Reality
The current reality is characterized by nine themes.

1. The population is aging. In 2009/10, there were 2,487 individuals age 18+ with
developmental disabilities receiving CRCB PDD-funded services in the Calgary Region.
Approximately one thousand (i.e., 994) of these individuals were over the age of forty.
An increasing percentage of individuals with developmental disabilities are living into
late adulthood.' This is due to a number of factors including advances in medical and
social services, advocacy of families and individuals with disabilities, and the
movement away from institutionalization towards community living.

2. Age restriction for services and supports. Although older adults with developmental
disabilities are living longer, a small group of older adults with developmental
disabilities, because of accompanying mental health concerns, including dementia or
other health concerns are demonstrating the signs of aging at an earlier age (e.g., 50
years of age) than the general population. Unfortunately, older adults with
developmental disabilities cannot access many generic services and supports for older
adults developed by the federal, provincial, and municipal governments and non-
profit organizations because eligibility is generally based on the chronological age of
65 years.

3. Desire to aging-in-place. Generally, older adults with developmental disabilities want
to age-in-place. This desire is supported by their families and their disability service
providers. Aging-in-place is a philosophical and programmatic approach to supporting
older adults that has been adopted by most developed countries.” Studies indicate
that aging-in-place for adults with developmental disabilities can occur if providers
receive appropriate training, are assisted in making the necessary environmental
modifications to the residences, and provided with responsive and flexible funding.iii

4. Mental health and dementia support needed. Individuals, who are dually diagnosed,
including those with dementia, constitute a small subset of the population of older
adults. This group has the highest level of support needs and requires multiple
resources, from a number of ministries and community services, to support them.
There appears to be a significant gap in appropriate service models and personnel for
older adults with developmental disabilities and accompanying mental health
concerns, including dementia. An individual in this group, according to family
members, health and disability professionals, is likely to become either a “revolving
patient” or a “delayed discharge” in emergency, psychiatric, and/or medical wards.



5. Workforce development required. Disability and health service providers expressed a

7.

desire to receive more training in supporting older adults with developmental
disabilities. Service providers expressed concern with a lack of knowledge on issues
related to aging and/or developmental disabilities. The number of physicians,
including psychiatrics, who are trained and/or willing to support older adults with
developmental disabilities, is limited. Some administrators expressed concern with
the lack of clarity at the provincial level regarding the roles and responsibilities of
various ministries, departments, and professionals in supporting older adults with
developmental disabilities. They have suggested that there is a lack of clear direction
and clarity from respective ministries, exacerbated by changes or reductions to
services and eligibility criteria resulting in major time and effort taken to sort out for
individual clients what ministry is responsible for what services - particularly in
complex situations.

Families support critical. Consistently families and guardians expressed concern for
the future of their adult with a developmental disability. Calgary families indicated
they didn’t know who to approach to get assistance with this planning. These families
were concerned with who would advocate for service quality when they were no
longer able to fulfill this role, whether the Office of the Public Guardian would be able
to accommodate the demand for support, and where their family member would
reside in the future. Studies indicate that there are a significant number of adults
who access services for the first time, later in life, when their parents are no longer

ivv

able to support them.” " This number could be equal to those currently receiving
CRCB PDD services."” Identifying and assisting these families to complete future plans
could result in the development of appropriate and cost-effective services for these

adults (i.e., both the parent carers and the adult with the developmental disability).

Support networks needed. Health and social services research over the last thirty
years has demonstrated the significant role that well-developed social support
networks have on mitigating the occurrence and effects of negative life conditions
including poverty, depression, unemployment, sexual abuse, and health issues for
people with and without developmental disabilities. Unfortunately, its identification
as an over-riding best practice, and the efforts of funders, disability service providers,
parents, guardians, advocacy groups, and academics, has generally only resulted in a
lack of or an under-development of support networks for most people with
developmental disabilities. The issues underlying the gap in the application of
research into practice are multiple and complex. Calgary families indicated that older
adults with developmental disabilities have networks that are dependent on families



and staff, which places them at risk of not receiving the emotional, financial, and
instrumental support they require when their families are no longer able to support
them.

8. Early identification of those at-risk of inadequate support needed. Early
identification of the specific individuals who are currently most at-risk of not being
able to aging-in-place (e.g., those living at home with elderly parents, those in
supportive roommate situations, those living alone or in semi-independent situations,
those living without adequate support) would be critical so that long-term residential,
legal, and financial planning can be completed and supports implemented.

9. On-going data collection will assist planning. There are a number of suggestions for
increasing the collection of statistical information for planning purposes. The number
of individuals with Down syndrome is one example of the type of information that
should be maintained. Completing a census on all known clientele served by Calgary
region's providers who fall into the 40+ years age group would be advantageous. This
census could collect data on: the age, sex, physical and mental status of adults, the
capacity of family caregivers or other caregivers and the status of future plans for the
individuals including the likelihood of the current caregiving duration. Also the
completion of a broader census of older adults currently not in service, but known to
someone or unknown and yet to be found by outreach measurement strategies. Both
of these censuses would contribute to long-term planning.

Promising Practices
Ten practices have been identified which would enhance the likelihood of a greater number
of older adults with developmental disabilities aging-in-place.

1. Develop social support networks. Social scientist have long appreciated the positive
role that community involvement and the presence of natural support networks (i.e.,

I The results suggest that more

non-professional) plays the promotion of well-being.
work needs to be accomplished in the development of this very important asset for
older adults with developmental disabilities. Post-secondary institutions and
professional training groups such as the Alberta Council of Disability Services have a
role in enhancing disability services personnel’s skills in developing social support
networks. The development, monitoring, and reporting of system-level indicators

may also shed light on the strategies necessary to get increased traction this issue.



2. Utilization of safe environment technology. Using smart technology and other
residential adaptations increases the likelihood of older adults with developmental
disabilities aging-in-place. This technology can contribute to their ability to complete
tasks while alerting them and others to potential unsafe activities. Maintaining
linkages with their families and communities would also be facilitated with this
technology.

3. Develop viable and walkable communities. Livable and inclusive communities have
affordable and appropriate housing, are supportive, and allow for ease in mobility
and engagement in civic and social life. Supporting efforts to keep advocates, family
members, and people with disabilities informed regarding municipal and provincial
initiatives in housing and transportation policies which support the development of
viable and walkable communities would benefit older adults with developmental
disabilities.

4. Support the development of a network of health care providers knowledgeable in
the issues of aging with a developmental disability. Currently, individuals with
developmental disabilities receive primary medical care from medical professionals
throughout Alberta. The development of training sessions for family physicians and
specialists such as psychiatrists would be advantageous. The exploration of other
strategies to enhance medical services to older adults with developmental disabilities
should be pursued.

5. Support workforce development. The need for increased workforce development
for disability, social work, health or allied health professionals is critical."" *** Each
of these professional groups has a particular area of expertise but the needs of older
adults with developmental disabilities crosses professional boundaries. Also the
nurturing of professional participation in aging and developmental disabilities
networks assists in reducing language barriers and staff resistances while facilitating
the likelihood of increased joint planning and working relationships between the two

service sectors.” Exploring the development of these joint networks may prove to be
an effective strategy to develop programs and professionals between the two

sectors.

6. Support families, guardians and siblings. Families and guardians of individuals with
developmental disabilities have been a critical force in the development of
progressive disability services. Families want increased access to information related
to future planning for their adult with a developmental disability. This information
includes estate and financial issues, as well as issues related to planning for



guardianship and trusteeship. Supporting parents with increased access to respite
services may assist the older parent and the older adult with developmental
disabilities to age-in-place together.

7. Provide on-going assessments and screening. It is critical that baseline medical and
functional assessments be completed before the older adult with developmental
disabilities is 40 years of age so that it can be used as a measure of comparison to
determine frailty related to aging in the future. The British Columbia Health Authority
is currently using the Dementia Screening Questionnaire for Individuals with
Intellectual Disabilities (DSQIID) and uses a “shared funding” model which allows them
to contribute funding for personal care when the person’s decreased function
becomes an issue. Working closely with Alberta Heath Services to ensure these
assessments are completed would be beneficial.

8. Develop outreach and service navigation teams. Although training of professionals
is a priority, the sheer number of these professionals, combined with the high
turnover rates generally, may make the task of ensuring all the professionals have

xiii  xiv

adequate skills costly and overwhelming. Another alternative suggestion is to

develop a regionally-based group of consultants and a pool of skilled support staff.

XV XVi

This model has worked well in other countries. The consultant team would have
expertise in older adults’ services and supports, as well as, those for individuals with
developmental disabilities. This team would be available to provide assessments and
consultations to both the disability and health sector and case manage particularly

challenging situations.

9. Partner with older adults centres. Exploring strategies to enhance partnerships with
day centres for older adults in Calgary (e.g., Kerby Centre) would be advantageous
especially if these strategies are combined with on-going workforce development in
both sectors.

10. Develop flexible funding models. It has been suggested that the absence of flexible
funding in the disability sector means that all changes are viewed as age-related
which results in inappropriate referrals and use of services for older adults.*" Janicki

suggests that governments make funds available for service providers to meet the

changing needs of that population whether or not they are associated with aging. The
need for long-term planning, including the possibility of increased funding, as

individuals with developmental disabilities age is essential.



Three models have been outlined for supporting older adults with developmental disabilities
who have Alzheimer’s or other forms of dementia. These models include aging-in-place, in-
place progression, and out-placement. The in-place progression (i.e., continuum of
residential environments that vary with regards to such features as the type of support
provided, the safety features of the home, and the training of the professionals) has been
shown in other jurisdictions to have some promise for ensuring the safety and dignity of
each of the residents in the home. ™"

A number of financial supports and community services available to older adults in the
general population, through the various levels of government, require the individual to be
55+ or 65+ years of age. Some older adults with developmental disabilities, due to the early
signs of aging, may require these services before the stated age criteria for the services.
Addressing these potential policy inequities will be necessary in developing supports and
services for older adults with developmental disabilities.
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A Framework for Awareness, Education, and Transformational
Change

A Framework for Awareness, Education, and Transformational Change focused on
improving services and supports for older adults with developmental disabilities is
outlined. The framework identifies four intersecting and critical pillars. These four
pillars are: cross-ministry and stakeholder collaborations; professional development;
service and supports development; and, policy direction and alignment.

Key goals, the development of outcome measures, and an evaluation strategy that
captures the systems level and program changes are proposed.

Supporting Older Adults
with Developmental Disabilities
Framework

Life-long Pre-requisites
Community access

Family Support

A Meaningful
and Healthy

Network development
Access to health services
Access to disability services
Adequate nutrient

Adequate physical and
recreational opportunities

Meaningful volunteer and
Employment experiences

Spiritual and physical wellness

1
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SECTION I: INTRODUCTION

Background

Older individuals with developmental disabilities are living longer due to a number of factors
including advances in medical and social services, advocacy of families and individuals with
disabilities, the adoption of de-institutionalization and normalization philosophies by most
governments, and the development of community-based services with professionally-
trained staff. In fact, most individuals with developmental disabilities have a life expectancy
similar to that of other individuals without developmental disabilities, although individuals
with Down syndrome tend to have a shortened lifespan when compared to other individuals
with developmental disabilities and to individuals without developmental disabilities™.
Unfortunately, given the lack of focus on this population in the academic and policy

XXi - xxii

literature until the mid-1980s™, this group has largely been invisible. Consequently,

older individuals with developmental disabilities have been at-risk of receiving fewer

XXiii

services then they need at the very time when they need them the most. Individuals
with developmental disabilities generally have social support networks which are typically
limited to their family and staff. As they age, their parents are less able to care for them, as
evidenced by the significant number of people who begin receiving services in their

XXiv

midlife.”™ Older adults with developmental disabilities also have less financial and personal

resources than other older adults without developmental disabilities ™ and are less resilient

XXVi

to the physiological changes associated with aging.”™ All of these factors contribute to their

increased vulnerability as they age.

Historically, services and supports provided to this group have developed in reaction to an
individual need, sometimes experienced as a crisis by family and staff. In many jurisdictions,
including Australia, and Britain, placement in long-term care facilities designed for older
adults has been a typical option for adults who have resided with their parents most of their

XXVii

lives. Without adequate planning and development of residential options this could

occur over time in Alberta.

Unfortunately, this has meant that these adults are residing with a significantly older
population and being cared for by staff unfamiliar with supporting adults with
developmental disabilities. Placement in these facilities is also counter-intuitive to the
advocacy parents and others have historically engaged in to advance the inclusion of

XXviii

individuals with developmental disabilities into their communities as well as being in

XXiX

sharp contrast to the aging-in-place discourse in progressive health policy.
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Services and supports for adults receiving residential support from a disability services
program for most of their adult years are also challenged in supporting these adults through
the aging process, despite their desire to do so.™ These professionals do not typically
receive training related to older adults and therefore are unfamiliar with the older adult-

XXX

specific services that are available, the physical and psychological impact of the aging
process, and the strategies for assessing and supporting these adults.

Administrators and policy personnel are also confronted with identifying which is the most
appropriate department or organization to deliver and/or fund the services, what services
should be available to this population, and how best to allocate resources effectively and
efficiently while balancing other and sometimes competing priorities. Tasks such as
ensuring adequate services and personnel to address the needs of a diverse population,
dealing with perceptions of “double dipping” and inadequate resources, and being able to
be responsive and flexible to individual needs while maintaining a long-term system’s
perspective are challenging for any administrator or planning body.

Calgary Region Community Board Persons with Developmental

Disabilities (CRCB PDD)

Calgary Region Community Board Persons with Developmental Disabilities (CRCB PDD) is
responsible for the planning and allocation of resources for supports and service
development for people with developmental disabilities. CRCB PDD’s geographic area
includes the city of Calgary as well as the territory encompassing Lake Louise, High River,
Airdrie and Strathmore. In 2009/10, there were 2,487 persons age 18+ with developmental
disabilities receiving Persons with Developmental Disabilities (PDD) services in the Calgary
Region. The vast majority (i.e., 91 percent) of the PDD population lived within the urban
area (e.g., Calgary); while 219 people receiving PDD funding resided in rural communities
within the Calgary Region.

The individual support needs of adults within this population are varied and diverse. Factors
such as the age of the individual, their location, and the nature and degree of their
presenting issues all impact the determination of the level of support they require.

CRCB PDD identified the development of appropriate services for older adults with
developmental disabilities as an emerging issue in their region based on a series of focus
groups, hosted by CRCB PDD in 2010 with families and guardians and from input received
from disability service providers. Consequently, CRCB PDD commissioned a study to review
the services and supports required for older adults with developmental disabilities, including
those with dementia.

16



Study Design

The purpose of this study, conducted within the mandate and scope of CRCB PDD, is to review
the services and supports that aging adults with developmental disabilities, including those
with accompanying syndromes such as dementia, require so that they can continue to
participate in their communities and live healthy and meaningful lives.

Objectives

The study’s objectives are to increase awareness and understanding of the needs of this
population and to inform the development of community-based services and supports,
including community living, today and into the future. The study analyzes the characteristics
specific to adults in the general population as they age and applies these findings to
understand when and how these characteristics appear in the population of adults with
developmental disabilities. An analysis of the demographics of the current population of
adults with developmental disabilities in the Calgary Region has been completed to
understand the composition today and how it will change in the future.

The study provides: a) an understanding of the current service needs; b) a clarification of gaps
between those service needs and current/future service availability; and, c) an outline of a
planning framework that addresses the current and future service needs of adults with
developmental disabilities as they age. Analysis of the best and promising practices in
providing services and supports to aging adults with developmental disabilities, as well as to
their families is included in this study. Approaches for the identification of the onset of various
age-related characteristics, including diseases and syndromes, are explored to understand
their impact on models of support and service delivery. The current research, government
policies, services, and supports, including natural and funded services and supports, available
to adults with developmental disabilities as they age are examined. Finally, areas of current
and potential alignment, integration and collaboration of supports and services provided by
community-based services and each level of government are identified along with potential
service model(s)/approaches are included in the planning framework.

Methodology

A mixed methods gap analysis study was completed by Possberg and Associates Ltd. The
study included an analysis of the current service recipients’ data maintained by CRCB PDD, a
review of the supports and services currently available in Calgary, focus groups with
individuals with developmental disabilities and family members, and interviews with health
care and disability service professionals. Three reviews of the literature were completed. The
first examined health issues and concerns that are unique to individuals with developmental
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disabilities as they age, the second focused on assessment tools and processes, and the third
provided a summary of promising practices in supports and services.

This report provides an analysis of this information. Outlined in this report are a number of
concrete suggestions for consideration which focus on potential partnerships, models of
support, and evaluation and information systems which will contribute to the delivery of
quality supports and services for older adults with developmental disabilities.

Underlying Assumptions
This study is guided by the following assumptions:

o The term older adult is used to refer to adults over the age of 50 years of age who
have accompanying functional challenges similar to other people in the general
population who are experiencing physical decline because of the aging process. It
does not imply that all adults with developmental disabilities over the age of 50 are
physically, medically, socially, and/or psychologically at risk and requiring
specialized services (e.g., institutional);

o People with developmental disabilities and their families need to be involved in
designing services;

e Most individuals with developmental disabilities, similar to other adults without
developmental disabilities, will be able to age-in-place in their homes with supports
from disability and health services;

o A small group of older adults with developmental disabilities, because of
accompanying mental health concerns, including dementia or other health concerns,
are not receiving effective and efficient services now which has meant a reduction in
their quality of life and an inappropriate use of scarce resources across government
departments;

e The pre-requisites for healthy aging begin early in life. All people with
developmental disabilities should be receiving quality services and supports
throughout their life so that there is an increase in the number of “well-healthy”
older adults with developmental disabilities in the future;

e The development of social support networks for people with developmental
disabilities throughout their life span is critical;

e Cross-ministry collaboration is an essential element of any initiative addressing social
issues. Supporting individuals with developmental disabilities as they age will require
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the development of a committed and articulated cross-ministry process which is
supported and marshalled by a legitimate and thoughtful champion;

Key ministries and departments which will be primary stakeholders in the
development of services and supports for people with developmental disabilities
who are aging are: the Seniors Ministry including Persons with Developmental
Disabilities, Supportive Housing, Aids to Daily Living, and the Office of the Public
Guardian; and the Ministry of Health and Wellness Services including Integrated
Seniors Health, Addictions and Mental Health Services;

The integration of studies examining the support needs of people with
developmental disabilities throughout their lifespan will be a critical on-going
planning strategy; and,

Continuous improvement and decision-making will be based on data-informed

structures and self-correcting and adjusted systems. The design of these systems will

have to be responsive and accommodate organizational changes, policy directives,

socio-demographic factors, and changing needs requirements.
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Carol’

Carol is in her mid-sixties. She has been supported by PDD-
funded and mental health agencies all her life. Carol has
schizophrenia and recently has been diagnosed with
Alzheimer’s; she suffers from delirium, and is physically
aggressive towards others. Currently she is either in hospital,
where she has restricted movement or in her disability
services group home in her bedroom generally which has a
locked half-door so she will not wander or hurt others. The
following is an excerpt from her sister’s comments regarding
what has happened to Carol in 2011.

It has been a hectic summer as Carol has had three
admissions and is in the hospital now. There is a big gap

between acute care and support in the community for

almost all aging people but health seems to think that PDD-
funded clients have the support. They don’t seem to get that
it is not medical support. PDD staff are not trained or paid as personal care aides. Home
care doesn’t want to provide these services because they think you are double dipping.

My sister has had five emergency admissions in the last year and is on this merry go round
of getting discharged too soon and/or with lack of follow through in the community. Her
family doctor retired and it is really hard to find a new doctor, although lots of things could
be addressed by a nurse or nurse practitioner, if they were available. This all necessitates
more trips to urgent care or emergency. The staff will call me and say Carol hasn’t opened
her mouth for two days and doesn’t want to get out of bed so we agree that they should
take her to urgent care but | need to get there before the worker’s shift ends at 3 (ideally
sooner).

Carol’s life journey is generously shared here by her guardian as an example of the
complexity a small group of adults with developmental disabilities, those most at need,
experience as they age and the necessity of multiple service systems collaborating to
address their needs. Throughout the report there are other stories which reflect adults who
would be considered either the well-elderly or those with marginal needs. The emerging
trends and the theory of systems change outlined in the report are grounded in the need to
continue to develop services for each of these groups.

! carol’s guardian who is her sister gave permission for this picture and the insert.
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SECTION II: GUIDING PRINCIPLES AND VALUES

Clarification of the values and guiding principles that will underpin the development of

services and supports for older adults with developmental disabilities, including those with

dementia, is a critical first step in designing a system of support. These values and guiding

principles become the framework for decision-making, resource allocation, evaluation,

system reform, program implementation, and staff development.

This section outlines the values that have been the basis for the development of disability

and older adults’ services as stated in the literature and considers whether CRCB PDD needs

to modify their stated values to support

the future development of services and
policies for older adults with
developmental disabilities, including
those with dementia.

Values and Principles for

Service Delivery

Based on a review of the literature, a
number of values and principles have
been identified that have guided the
development of services for older
adults with developmental disabilities.
These values include: respecting the
rights of individuals with disabilities,
aging-in-place, and reasonable access.

Rights of Individuals with
Disabilities

The principles and values that have
permeated the disability literature
include: the respect for the dignity of
the individual, the celebration of

Edinburgh Principles

Adopt an operational philosophy that promotes the
utmost quality of life of people with ID affected by
dementia, and wherever possible, base services and
support practices on a person-centred approach.

Affirm that individual strengths, capabilities, skills and
wishes should be the overriding consideration in any
decision-making for and by people with ID affected by
dementia.

Involve the individual, her or his family, and other close
supports in all phases of assessment and services
planning and provision for the person with ID affected
by dementia.

Ensure the appropriate diagnostic, assessment and
intervention services and resources are available to meet
the individual needs and support the healthy ageing of

people with ID affected by dementia.

Plan and provide supports and services which optimize
remaining in the chosen home and community of adults
with ID affected by dementia.

Ensure that people with ID affected by dementia have
the same access to appropriate services and supports as
afforded to other people in the general population
affected by dementia.

Ensure that generic, cooperative and proactive strategic
planning across relevant policy, provider and advocacy
groups involves consideration of the current and future
needs of adults with ID affected by dementia.
(Wilkinson and Janicki, 2002, p. 280).
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diversity, the valuing of personal autonomy, rights, and choice, and the development of
community-based services, independent living, and natural supportive networks.

These values are reflected in the United Nation’s Convention on the Rights of Persons with
Disabilities, which has been recently ratified by the Government of Canada in March, 2010.

These values are also reflected in the Edinburgh Principles. These principles, generated to
guide the development and support of services for people with intellectual disabilities (ID)
and dementia, were developed by a working group of international experts in 2001.”* The
values of quality of life, choice, consultation, and collaboration, are identified in these
principles.

The Persons with Developmental Disabilities Community Governance Act, the legislation
that governs the establishment and operation of the Persons with Developmental
Disabilities Community Boards including CRCB, states the following:

e the people of Alberta honour and respect the dignity and equal worth of adults
with developmental disabilities;

e itisimportant that adults with developmental disabilities have opportunities to
exercise self-determination and to be fully included in community life;

e theindividual needs of adults with developmental disabilities are most effectively
met through the provision of services that are based on equitable opportunity,
funding and access to resources;

¢ the Government of Alberta recognizes, values and supports the ability of
communities to respond to the needs of adults with developmental disabilities.
(Government of Alberta, 2011)

These values and principles are consistent with those identified in the older adults with
developmental disabilities literature; therefore, there isn’t a need for a large shift in values,
although potentially in policies and their applications (e.g., contracting, procurement, of
services) and the delivery of all PDD services.

Aging-in-Place
Analysis of older adults” accommodation policy in five countries (i.e., Canada, Ireland,
Australia, United Kingdom, and United States) indicates that it is based on an “aging-in-

XXXii

place” philosophy.

Deconstruction of the term “aging-in-place” reveals that it can have varied

XXXiii

interpretations. This approach sometimes refers to the older adult being assisted to live
in their own home until at such time, due to medical and other concerns, they are required

to move to a medical-based facility. This interpretation of aging-in-place would be similar to
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the community independent living movement which has dominated the disability field for
over forty years. On the other hand, aging in place in some jurisdictions, such as the Alberta
Heath Services, refers to receiving services as close to one’s community as possible or

IXXXIV

“aging-in-the-right-place , Which in some respects is similar to a “continuum of service”
approach commonly used in the mid-sixties in the disability field with examples of this
approach still present in Alberta. It is recommended that CRCB adopt Alberta Health
Services’ interpretation of aging-in-place, given the importance of the partnership with this

department and to communicate this policy position to all stakeholders.

It should be noted however that health services across Canada, and in particular Alberta, are
attempting to support an increased number of older adults to reside in their homes for as
long as possible. This policy is viewed as best practice as well as a cost-saving measure.
Efforts to ensure this can occur for older adults with developmental disabilities could
ultimately mean cost-savings for a number of ministries.

Families and advocates for adults with developmental disabilities, who have historically
fought for deinstitionalization and community inclusion may be suspect and even
disheartened by any model that proposes congregated medically-focused care. The one
exception would be for older adults with developmental disabilities who have dementia and
need specialized medically-trained professionals and services.

Reasonable Access
What constitutes “reasonable access to services” is based in a myriad of values.

Unfortunately, historically parents of children and adults have had to advocate, sometimes
to the point of legal action, to clarify the meaning of “reasonable access”, most notably in
the reasonable access to academic settings.

In a similar manner, what constitutes “reasonable access” for older adults with
developmental disabilities is also contestable territory rooted in values and rights. What an
individual, organization, or ministry purports to believe about such ideals as the rights of
individuals with developmental disabilities, the rights of older adults who are disabled and
those who are not disabled, the role of society and their governments to support those who
are risk, the importance of specialization, efficiency, effectiveness, the role and expertise of
various professionals and sectors will influence how “reasonable access” is defined for older
adults with developmental disabilities.

If one believes that older adults with developmental disabilities have a right to access health
care services in a manner similar to other older adults in their community, then the question
around the issue of “reasonable access” become one of distinguishing between lifelong
disability-related needs and health-related needs.
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The adoption of an assessment tool™"

that distinguishes between frailty and disability may
assist CRCB PDD and Alberta Health Services clarifying roles and responsibilities, and their
complimentary nature, in relation to the older adult with developmental disabilities. These
measures would involve self-report or third party input. The change in ability is a critical

distinguishing characteristic between frailty and disability.

The appropriate age criterion for the delivery of older adults’ services and supports is
another area where the issue of “reasonable access” needs to be clarified. Based in a
concern that "relatively small insults to functioning attributable to aging may have greater

1 XXXVi

and earlier impact upon independence for persons with developmental disabilities and
that adults with Down syndrome have an earlier onset (e.g., 52 years of age), compressed
course, and shorter duration of dementia, ™" has challenged the commonly held belief,
reflected in government policies, that an older adult is an adult who is at least 65 years of

age. Some have suggested™"

, consistent with the World Health Organization, that age 50
years and above be the criteria for aging, while others™™ have suggested that policy should
be changed to permit persons with developmental disabilities access to aged care services

after the age of 40 years.

It may be that establishing a chronological age, regardless of its amount, is an inappropriate
strategy for determining “reasonable access”. A functional assessment which separates a
level of frailty from a lifelong disability might be more sensitive to the needs of the
individual, given the heterogeneity of people with disabilities. This suggestion is also made
in light of the one researcher” who noted that that today's 70-year old older adult with
developmental disabilities was born in 1935 before advances in medicine and education,
which might mean that the group of older adults now is an "exceptionally robust individuals,
and it will be interesting to see if older adults in the future turn out to have a broader
spectrum of support needs."

We are recommending that for planning purposes a person with a developmental disability
who is 50+ years of age and who also has accompanying functional delays which can be
attributed to aging, similar to other adults without disabilities, would be considered an older
adult. We also recommend that a comprehensive functional and medical assessment be
completed before the individual is 40 years of age so that a baseline can be established for
comparison when assessments are required later in life.
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Systems Level Principles

Three principles have been identified, based on a review of the literature, as underpinning
the development of a system of services and supports for older adults with developmental
disabilities. These principles include:

e acknowledging and establishing a common agenda in the development and review of
policies and services for both older adults with developmental disabilities and those
of the general population;

e ensuring cross-ministry collaboration; and,

e developing systems of evaluation and monitoring of the implementation of services,
supports, and policies.

Common Agenda
A key question in the development of services for older adults with developmental

disabilities in the Calgary Region and in Alberta is whether the Ministry of Health should be
developing specialists’ services for this population or is it the responsibility of the Ministry of
Seniors. Given the lack of cost-effective, quality of life, and other evaluative studies on
various service models that support older adults with developmental disabilities, the
answers to this question and many others like it are difficult to answer. The Alberta
solution, given the input from stakeholders, involves the development of complimentary
but separate services based on PDD’s and Alberta Health Services’ individual mandates, as
well as, the joint development of specialized services when the needs of this population
cross ministry mandates.

Some™!

have suggested that those who advocate for different specialized services for each
group believe that the life experiences of older adults and people with developmental
disabilities are different and correspondingly their response to aging is different.
Researchers in Australia tend to advocate for a distinct set of policy directions for older
adults with developmental disabilities which reflect the “overarching principles of equal
rights, choice and self-determination, the adoption of a leadership role by disability services,

» xlii

and systematic bridging of gaps between services.

The perception of “double dipping,” which has been articulated by some professionals in the
course of this study, is an expression of the position that there should be specialized
provision of services to older adults with developmental disabilities, preferably funded by
PDD, rather than an individual receiving both PDD and Alberta Health Services funded
services.

Other researchers and policy advocates, particularly those in the Canada, United States and
Ireland, acknowledge the “common agenda” between older adults and people with
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disabilities. Some examples of Canadian provincial governments’ actions which are
consistent with a common agenda approach are provided in the table entitled Examples of a
Common Agenda Approaches in Canada (see page 28).

Advocates of a common agenda approach have suggested that a “double lens” (i.e.,
disability and older adults) approach for the development and review of policies and
services should be developed and implemented. There are numerous examples of policy
lenses used to evaluate the implications of various policies and service developments.
Currently, neither a disability nor older adults’ lenses are being utilized in Alberta. The
development of common lens between PDD and Health Services would be beneficial.

Cross-Ministry Collaboration
Cross-ministry collaboration is cited in the literature as a critical component in service
delivery, policy development, and human resource development in relation to supporting

xliii - xliv

older adults with developmental disabilities. To be successful, collaborations need
champions to move the agenda forward and keep all the parties focused on the joint goals.
Collaborations also take dedicated time, energy, and resources and a strategic framework
which has been articulated and endorsed by all the parties. Unfortunately, in the absence of
these elements collaborations become an exercise in futility and a task relegated to the side

of many professional’s desk.

Although there are examples of national frameworks and agendas around the development
of services for older adults with developmental disabilities, in particular Ireland and
Australia, the work in these areas tends to be either directed by non-profit agencies or to be

pilots without longevity and coordinated effort."

National frameworks or regional plans
need to be supported with a recognized overseeing body, a dedicated champion at the
regional and provincial or state level, a concerted effort and commitment, and adequate
funding. There are examples in Alberta of successful and unsuccessful cross-ministry

collaboration focused on various issues.

Establishing a provincial agenda for older adults with developmental disabilities that frames
the allocation of resources, establishes targets, reduces service gaps, and focuses efforts
across provincial departments would be advantageous and consistent with promising
practices identified in the literature.

Evaluation and Monitoring

In Alberta, most ministries subscribe to the values of efficiency, effectiveness, stability, and
accountability. Unfortunately, there is a paucity of studies focused on the evaluation of
service models for older adults with developmental disabilities, including those that
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examining the social return. More work in this area is warranted as services and supports
are developed in the Calgary region and across Alberta.

Conclusion

The CRCB PDD is well positioned philosophically to implement a system of supports and
services, in partnership with their community-based agencies and other appropriate
ministries to support older adults with developmental disabilities. There is the potential that
as new models of support for older adults with developmental disabilities evolve, various
PDD policies and their applications (e.g., contracting, procurement, of services) will need to
be modified to reflect the needs of this population and the disability service providers
supporting them.

Cross-ministry collaboration is critical in the development and delivery of supports for older
adults with developmental disabilities. This collaboration should focus on a number of issues
including, but not limited to, the development of:
e acommon agenda or approach towards the development of policies and services in
regards to this population;
e adual lens approach (i.e., persons with developmental disability and older persons)
in generating and evaluating policies;
e sector-specific services and when appropriate the development of cross-ministry
services;
e an evaluation strategy; and,
e joint training opportunities for professionals in each sector.
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Examples of a Common Agenda Approaches in Canada

The Manitoba Government has recently embarked on a public consultation process which will
contribute to legislation that will provide greater accessibility (i.e., to create “an inclusive society by
eliminating the institutional and physical barriers faced by older adults and persons with
disabilities”).

The Ministry of Family and Community Services in New Brunswick has organized some areas of
policy and service delivery as inclusive of adults with disabilities and older adults including Long
Term Care Services for Adults and Older adults —one program for all adults focusing on
functionality; Adult Protection Services are structured with a focus on older adults and adults with
disabilities who are victims of abuse or neglect; and, Adult Victims of Abuse Protocols have been
written to apply to and people with disabilities. (Society of Manitobans with Disabilities, 2004)

The Ontario Partnership on Aging and Developmental Disabilities is an informal partnership of
service providers in long-term care and developmental disabilities, eight regional committees, local
cross-sector pilot projects, provincial associations, planning bodies, educational institutions,
researchers and policy-makers. This group is dedicated to ensuring quality of life for older adults
with developmental disabilities through transition planning that includes equal access to older
adults' community and residential programs. They are involved in cross-sector planning, applied
research, caregiver education, innovation in service delivery, and policy development.

Health professionals in Vancouver Island, British Columbia are completing baselines using the
Dementia Screening Questionnaire in Individuals with Intellectual Disabilities (DSQIID) on many of
the adults with Down syndrome, in order to have more information and be proactive regarding
signs of early onset of dementia. The health region is discussing how to fully implement the Primary
Care of Adults with Developmental Disabilities: Canadian Consensus Guidelines (Sullivan, et. al.,
2011), in particular, the recommendations regarding advanced care planning (i.e., discuss and
record advance care planning annually) (Personal communication with professionals with BC Health
Services, 2011).

The Alberta Ministry of Seniors includes the older adults and the disability portfolios. Planning
documents, including the Aging Policy Framework Government of Alberta, 2010) reflects goals and
values consistent with needed to support older adults with DD. These older adults are not
identified in the document, although it is assumed that the document applies to them as older
adults as well.

Creating Connections: Alberta’s Addiction and Mental Health Strategy will create a more seamless
system to ensure the best quality assessment, treatment and support services. The development of
the strategy was co-led by Alberta Health and Wellness and Alberta Health Services. It involved 16
Government of Alberta ministries in recognition of the face that many people with addiction and
mental health issues are served by many government departments.
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SECTION III: OLDER ADULTS WITH DEVELOPMENTAL
DISABILITIES IN THE CALGARY REGION - Current and
Projected Demographics

Adults with Developmental Disabilities

Although individuals with developmental disabilities have many positive strengths, they also
are characterized by lifelong mental or physical functional limitation that manifests early in
life after birth."! Developmental disability describes the population of individuals with
significant limitations in intellectual functioning and adaptive conceptual, social, and

xlvii

practical behaviour skills that commence before the age of 18 years™ and commonly
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associated with neurological disorders such as cerebral palsy” and Down syndrome.

Defining Older Adult for Individuals with Developmental Disability

Chronological Definition

Although it is generally accepted that the chronological age of 65 years is the typical criteria
for identifying an individual as an older adult, for men and women with developmental
disabilities this is inappropriate. Most adults with developmental disabilities will age in a
similar manner to other adults without developmental disabilities. As a group, older
individuals with developmental disabilities have an increased frequency of thyroid disorders,
heart disorders, and sensory impairments.| The cumulative evidence suggests that older
adults with developmental disabilities have rates of common adult and older age-related
conditions that are comparable to and in some cases even higher than that of the general
population.”

Some individuals with developmental disabilities, due to their pre-existing neurological,
functional, physical impairments, and complex needs demonstrate signs of aging in their 40s
and 50s that the general population may not experience until 20 to 30 years later. ™ The
majority of adults with Down syndrome are likely to experience premature aging with

marked biological age-related changes occurring from about 40 years.

Given that the signs of aging occur at a much younger age in some adults with
developmental disabilities than in the general population it has been recommended that the
age of 50 years should be used as the criteria for identifying the individual as an older
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adult.” To ensure that these older adults receive the necessary services and supports they
require as well as to assist policy developers and service providers in planning for and
delivering these services, an adjusted chronological age combined with a functional
definition and assessment may be more appropriate.

Functional Definition of Older Adult for Individuals with Developmental Disabilities
Although a chronological age of 50 years may be useful in defining adults with
developmental disabilities as older adults, for the development of policies and systems-level
planning it will have limited usefulness for service providers and family members who are
attempting to support the individual and anticipate and plan for their future needs. A
functional definition of older adult is required.

The functional assessment needs to document the individual’s current abilities and/or levels
of support in relation to those they have demonstrated or required throughout their
lifetime. This functional assessment should be based on observation, self-report, and third
party input. Similar to other adults without developmental disabilities we would except to
see changes in four areas: mobility (e.g., strength, endurance, balance, reaction time, self-
care), sensory ability (i.e., vision, hearing), overall physical health, and cognitive functioning
(e.g., memory).

Appropriate screening would be imperative to ensure that the presenting changes in
behaviour are not related to a non-age-related iliness. Assessments that distinguish between
frailty (e.g., loss of endurance and body weight, decreased balance, mobility and cognitive
functioning, wasting muscle mass and strength, slowed performance, and relative inactivity)
and disability will assist with differentiating age-related issues from disability issues.

Middle age health surveillance should begin in the 40s, with special attention to adults with
Down syndrome in this age group due to precocious aging.

Adults with Down syndrome constitute approximately ten percent of developmental
disabilities population and approximately sixty percent of the adults with Down syndrome
develop Alzheimer. This population will be effected by Alzheimer at an earlier age (e.g., 52
years of age) than the general population and the course of the disease will have a shorter
duration. It has been suggested that, consistent with the World Health Organization, that
age 50 years and above be the criteria for aging"’, while others have suggested policy should
be changed to permit persons with developmental disabilities access to aged care services
after the age of 40 years. i
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Demographic Projections
As part of this CRCB PDD study, a projection of the population of older adults with
developmental disabilities in the Calgary Region

was completed.™ Statistics Canada data from FDD P“l:l"_];ii;;‘ by Age

50-54 65+
ki

the 2006 Participation and Activity Limitations
Survey (PALS) was used to develop a profile of
the population of persons with developmental
disabilities in the Calgary Metropolitan Area
(CMA).

3oq_, 3
40-59

3304

Population projections were developed using
CRCB PDD Board administrative records to
establish a current (2009/10) age profile of the
PDD population as a basis for 3, 5 and 10 year

projections. Population data was analyzed by
gender and region. The Calgary Region was
divided into its urban (Calgary) and rural components which were analyzed separately.
Records were considered to be within the Calgary Region from the communities of Airdrie,
Balzac, Banff, Bassano, Black Diamond, Blackie, Bragg Creek, Calgary, Canmore, Chestemere,
Cluny, Cochrane, Crossfield, Dewinton, Gleichen, High River, Irricana, Langdon, Longview,
Okotoks, Piddis, Rocky Ford, Rocky View, Strathmore, and Turner Valley. Records from
outside the Calgary Region or of unknown location were excluded from the analysis.

Population Projections

In 2009/10, there were 2,487 persons age 18+ with developmental disabilities receiving PDD
services in the Calgary Region. Males tended to be more prevalent than females,
accounting for 57 percent of the client population. The vast majority (i.e., 91 percent) of the
PDD population lived within the urban area (city of Calgary). The PDD urban population was
2,268, and the rural population was 219.

Approximately one thousand (i.e., 994) of these individuals were over the age of forty.

Older adults (i.e., age 45+) accounted for 29 percent of the PDD population or 733 people,
while those individuals 65 years of age or older accounted for just 2.7 percent. In 2009/10,
there were 60 persons age 65+ with developmental disabilities in the city of Calgary, and 6 in
the rural area.

The total number of PDD clients (i.e., age 35+) in the Calgary Region is expected to grow by
30.6 percent between 2010 and 2020. The population is projected to grow by 7.6 percent by
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2013 to 1,336, and by 13.0 percent to a total of 1,393 by 2015. By 2020, the total
population is projected to be 1,611.

The number of people who are 55+ years of age will increase from 289 in 2010 to 534
people in 2020. Given that age 53 is a typical time for the onset of Alzheimer’s for
individuals with Down syndrome it would be advantageous to identify the number of
individuals with Down syndrome in this population.

Population growth is expected to be most significant among those who are 65 years or older
and older adults (i.e., age 55-64). Between 2010 and 2013, the number of older adult with
developmental disabilities who are 65+ years is expected to grow by 44.5 percent from 66 to
95. By 2015, this group will have grown by 74.9 percent to 115 and by 2020 by 169.3
percent to 178.

Projected Age Distribution (#) of PDD Population, Calgary Region
Percentage Change

2010 2013 2015 2020 2010-13 2010-15 2010-20
35-44 500 493 527 680 -1.4% 5.4% 36.0%
45-54 444 475 453 397 7.0% 2.0% -10.6%
55 - 64 223 264 298 356 18.3% 33.7% 59.6%
65+ 66 95 115 178 44.5% 74.9% 169.3%
Total 1,233 1,327 1,393 1,611 7.6% 13.0% 30.6%

Urban Area

The PDD population in the urban area (Calgary) is expected to grow by 28.9 percent between
2010 and 2020 from 1,153 to 1,486. Between 2010 and 2013, the population will grow by 7.4
percent to 1,239 and by 2015 by 12.1 percent to 1,292. Population growth will be greatest
among those who are 65 years or older. Between 2010 and 2013, the older adult
population (i.e., 65 years of age or older) is expected to grow by 44.4 percent from 61 to 88,
and by 79.2 percent by 2015 to 109. By 2020, the older adult population is expected to have
grown by 168.7 percent to 164. Meanwhile, the population age 45 — 54 is expected to drop
by 11.7 percent by 2020.
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Rural Area

Within the Calgary Region, the rate of population growth will be highest in the rural areas.
Between 2010 and 2020, the rural PDD population (i.e., age 35+) is projected to rise by 55.4
percent from 80 to 124. Over the forecast period, the senior PDD population in the rural
area is expected to grow at a similar rate to that of the urban area, rising by 45.4 percent by
2013, by 22.8 percent by 2015 and by 177.2 percent by 2020. Unlike the urban area,
however, the rural area is projected to experience significant growth in the younger age
cohort (i.e., 35-44) which is expected to grow by 97.2 percent by 2020.

Future Service Demand

Service projections were developed by establishing usage rates for 10 year age cohorts for
the population age 35+ based on 2009/10 administrative records. These age specific usage
rates were then applied to the future population to estimate future service demand based
on the projected population age structure.

Between 2010 and 2020, the greatest growth in demand among the PDD population age 35+
is expected to be for respite services, which will increase by 34.2 percent. Over that time
period, the number of people utilizing such services is expected to rise from 238 to 320.
Following respite services, demand increases will be greatest for supported independent
living (i.e., +31.3 percent), community access (i.e., +31.2 percent) and overnight residential
services (i.e., +30.6 percent).

Among those over the age of 65 years, demand is expected to rise significantly for all
services, although community access supports will be more likely needed than employment
services. Demand will continue to be greatest for overnight residential and community
access services. It will be necessary to ensure enhanced support is available in these
residences including appropriate personnel training and physical modifications to ensure the
safety and health of these older adults.

In the rural areas of the Calgary Region, the greatest increase in demand for service for
adults with developmental disabilities (i.e., age 35+) is expected to be for employment
services. Between 2010 and 2020, demand for employment services is expected to rise by
62.8 percent, though the number of people requiring such services remains small. Given
that older adults may be less likely to be seeking employment we may interpret these
numbers as a significant increase in the demand for a day service. The demand for respite
services and overnight / residential care is also expected to grow appreciably.

The number of older adults with developmental disabilities (i.e., age 65+) remains low in the
rural area, so service demands also remain significantly below that of the urban area over
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the forecast period. Demand will grow appreciably however for overnight / residential care
as well as supported independent living services.

Populations Requiring Special Consideration

The service providers in Calgary interviewed as part of the study, gave several examples of
individuals aging-in-place as well as examples of individuals actively engaging generic health-
related facilities for other services. The latter occurred through a sharing of resources
between CRCB PDD and Alberta Health Services (e.g., staff from the disability agency
augmenting the residential support in the nursing home). A few adults have been
transferred to older adult-specific services because their needs became too large for the
agency to support. This currently is being done on a case by case basis without policies at
the agency, regional, and provincial levels.

As indicated in the following schematic the majority of older adults with developmental
disabilities will fall into the well-elderly category while a small group will be identified as
most-at-need and require intensive and immediate support.

Most at need — age & disability associated
impairments

... immediate & intense care needs

Marginal needs — Some aging related issues and
changing demands for care/supports ... aging-in
to elder care

Well-elderly — majority of people with
developmental disabilities; main needs are
social & generic health ... deferred care
needs

Figure: Diverse Older Population by Urgency of Needs
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In this study we have also identified a number of situations that put older adults at-risk of
not having their needs met as they age. These older adults s are those:

e with mental health issues including dementia;

e who live alone or semi-independently;

e who live in support homes;

e who reside with their parents;

o without an adequate physical environment; and,
e without adequate staffing support.

Older Adults with Mental Health Issues including Dementia

Older adults with developmental disabilities and dementia are at particular risk of receiving
inadequate services. Adults with Down syndrome constitute approximately 10 percent of
developmental disabilities population and that approximately sixty percent of the adults
with Down syndrome develop Alzheimer." This population will be effected by Alzheimer at
an earlier age than the general population and the course of the illness will be shorter than

what is experienced by the general population.

One author of this report, Dr. Janicki suggests that although staff may want to support the
older adult to age-in-place, the deterioration in the person’s ability, the decrease in their
physical health, and the increase in their confusion, aggression, and wandering behaviours
may put the older adult and possibly others in the house at risk. Relocation to an
environment with differently trained staff and more environmental features to ensure the
person’s needs are addressed may be necessary. In Alberta this relocation may be to an
environment funded by Alberta Health Services and/or Persons with Developmental

Services.

Older Adults Who Live Alone or Semi-independently

In a similar manner to other older adults without developmental disabilities who live alone,
older adults with developmental disabilities who live alone or semi-independently are at risk
of not receiving the supports they need as they age."x These older adults have limited or no
savings to augment the older adults’ benefits and they would have limited or no social
support networks to instrumentally, physically, and/or financially assist them as they age.
Also the relationship these individuals have with a disability service provider would be
limited and therefore subtle changes in their behaviours due to aging and/or dementia may

go undetected.
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The data analyzed for this CRCB PDD study (i.e., those currently receiving PDD services) does
not indicate how many people live independently or semi-independently.

Older Adults Who Live in Support Homes

There is some evidence (i.e., interviews with service providers) to suggest that Calgary
service providers have relied heavily on support homes as a residential model. In support
homes the homeowner, who sometimes has disability-related training, is paid to provide a
supported room and board situation.

In a number of these situations, the adult with developmental disabilities is not permitted to
be in the house unless the home owner is present. This situation is problematic on a
number of levels. First, it begs the question of whether this is a “home” or merely a shelter
situation. Second, it runs counter to the goal of community inclusion, which has been
embraced by progressive disability services and by the funder, CRCB PDD. Finally, as the
individual ages and no longer is involved in employment training or actual employment, the
individual is not able to use his “home” as a base from which to meet and entertain his
neighbours, be involved in the local community association and age-related community
groups, nor relax and enjoy his or her home and garden as other older individuals without
developmental disabilities do as they age.

Currently, in the majority of situations the home owner is not required to provide physical
care for the individual. As the person with developmental disability ages their physical care
needs will change and they will require access to their residences during the day which may
make a number of these current situations inadequate.

Home owners themselves, who have been providing these room and board situations, are
also aging and may be unable to provide a living situation and/or advanced physical care for
the person with developmental disabilities as they age.

Given the reliance on this model of residential support for adults with developmental
disabilities in Calgary and the potential challenges it presents for older adults with
developmental disabilities we recommend that this population and their support needs
become a priority in planning. We also recommend that this use of this model for adults
with developmental disabilities in the Calgary region be reviewed, evaluated, and
strengthened to reflect the goals of community inclusion for all adults.

Older Adults Who Reside with their Parents

Non-Canadian studies (i.e., Britain and Australia) indicate that most individuals with
developmental disabilities live with their parents until midlife when they are transitioned to
another living situation (e.g., group home, nursing home) because of their parents’
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advancing age. This trend is a result of parent preference and a high level of unmet

accommodation need.

In Alberta, the historical development of disability residential services and the recent efforts
by some advocacy groups to support home ownership initiatives does provide greater
options for families planning for the future needs of their sons, daughters or siblings.
Ensuring this type of information is accessible for families would be an important strategy
towards assisting families to plan for a residential option of aging-in-place for the adult with
a developmental disability.

Others have also noted that the definition of 'carer' and 'cared for' need to be questioned.™
bl They suggest that there is a need to take into consideration the interdependence and

mutual support of elderly care givers and their sons and daughter when developing future
plans for residential support. These “two-generation” families will need to be planned for,
identified, and supported. We recommend that CRCB PDD develop information packages
that could be circulated by home care providers and other generic senior services to these

two-generation families not connected to CRCB PDD services.

Nine percent of the older adults in care facilities for seniors in Australia are individuals with
developmental disabilities. CRCB PDD does not have data on the number of adults with
developmental disabilities currently residing in facilities for seniors or the number of
individuals who are currently residing with their parents. This information would be helpful
for cross-ministry future planning.

Sixteen adults with developmental disabilities over the age of 45 began receiving services
from CRCBPDD in 2010 for the first time. PDD data does not specify the reason for this late
entry into disability services (e.g., out of province, out of region, not wanting or needing
service historically). Itis conceivable that the number of people coming into service for the
first time after the age of 45 years may increase in the future. This premise is based on the
following two observations:

e there are statistically significantly more adults with developmental disabilities in
Calgary than the number who are receiving CRCB PDD funding; and,

e as adults with developmental disabilities age they are at greater risk of losing their
typical supports networks (e.g., parents, work situation).
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Although a number of families in Calgary have

developed future plans for their children, including Future Plans n=60
purchasing them a residence, there are families that %

need assistance with future planning. As part of this

CRCB PDD study, approximately 90 parents, siblings and 5

guardians participated in focus groups. Parents * 0

expressed a need for more accessible and consistent c ] I
information for future planning. These parents 0 . . .
suggested that their ability to plan for the future was & & & ©
hampered by what they viewed as poor quality services ﬁb“" «s*"’q »S"Q s&w\
and professional personnel currently providing support sﬁ" dﬁ‘i‘q u‘é‘ &

to their sons and daughters combined with a lack of ¢ ¥ n-a?t

adequate funding and respite services. ﬁﬁ

CRCB PDD’s recent development, the Family-Managed

Supports Centre, is ideally positioned to assist parents with this long-term planning. In
Calgary as well, PLAN, an organization devoted to supporting and assisting parents with
long-term planning is available. Families are required to pay a fee to be involved which may
discourage some families.

Older Adults without an Adequate Physical Environment

Ensuring that older adults are as mobile, independent, and safe as possible in their homes
contributes to them avoiding a referral to a long-term care facility. Residences need to be
modified as the person ages with environmental modification including the installation of
wall bars, entrance ramps, and the removal of rugs and slippery floor surfaces. Various
federal and provincial health organizations, over the last several years, have marshalled
public health campaigns on the impact of falls on older adults’ health and have provided
information on prevention strategies.

Unfortunately, falls prevention information has not been targeted to older adults with
developmental disabilities, their families nor their support staff. In fact, public health
information is generally not being used with older adults with developmental disabilities,
although it would contribute to their health. ™ This would include the education of the
adults, their service providers, and family members of what constitutes a healthy lifestyle for
the older adult with developmental disabilities. This lifestyle information would include
information on diet and exercise given the incidence of obesity and the lack of exercise in

adults with developmental disabilities.™

Health promotion materials designed for
individuals with developmental disabilities and on-going education of health professions

that addresses attitudinal, communication, programmatic, and physical barriers experienced
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by individuals with developmental disabilities accessing the health care system is also
necessary.

Older Adults without Adequate Staffing Support

Although older adults may have staff supporting them, this support may be inadequate
because they do not have the requisite skills to support someone who is an older adult. The
development and training of disability, social work, health and allied professionals is

essential. Ixvi Ixvii Ixviii Ixix

It will be necessary to work with agencies to develop procedures regarding the assessment,
planning, and funding of possible transfers or other supports for older adults who need

X

medical supports.™ It has been recommended that assessment procedures and protocols
need to be improved, mixed models of service provision be developed, flexible funding be
made available, as well as joint staff training and work to retirement transition planning

occur.™

Conclusion

Early identification of the specific individuals who are currently most at-risk of not aging-in-
place (e.g., those living at home with elderly parents, those in supportive roommate
situations, those living alone or in semi-independent situations, those living without
adequate support) would be critical so that long-term residential, legal, and financial
planning can be completed and supports implemented.

There are a number of suggestions for increasing the collection of statistical information for
planning purposes. The number of individuals with Down syndrome is one example of the
type of information that should be maintained. Completing a census on all known clientele
served by Calgary region's providers who fall into the 40+ years age group would be
advantageous. This census could collect data on: the age, sex, physical and mental status of
adults and the capacity of family caregivers and the status of future plans for caregiving
duration. Also the completion of a broader census of older adults currently not in service,
but known to someone or unknown and yet to be found by outreach measurement
strategies would contribute to long-term planning.
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2
Joan

Joan, a 55 year old woman, had been the same day
program since 1991. The following is a description from the
disability service day service provider on the last two years
of Joan’s life when her guardian and others were working
towards supporting Joan to age-in-place in a residence of
her choice.

In the last two years, she began displaying symptoms of
aging such as circulatory problems, hip problems and
increased seizures. As a result she seemed to be
communicating through her behaviour that she did not

want to ride on Access Calgary to come into or leave our
day program. She often appeared to be in pain. Climbing
in and out of the cab or Handibus was a struggle. In the
last year of her life, her residential care provider was changed twice because each
residential service was unable to meet her needs. Because of this, the day program
worked to accommodate her changing needs in order to keep the disruptions in her life to
a minimum. This meant offering more sedentary activities onsite with socialization. Two
staff assisted her with any walking so she wouldn’t fall and her doctor ordered her to keep
her feet up as much as possible so the day program got a recliner chair for her. There was
a discussion amongst her guardian and support staff, about her retiring and aging-in-place
through wrap-around services. Sadly, this past summer, she passed away before this
could be put into place.

Joan’s story highlights the need for flexible and responsive systems of supports between all
those involved in supporting adults with developmental disabilities, especially those whose
support needs change rapidly and sometimes unpredictably. The reasons for these changes
can be related to various factors including aging, chronic physical and/or mental health
issues, and/or the loss of a supportive family member. Systems of funding and of service
delivery need to be able to adjust quickly to ensure comprehensive and consistent support
for these individuals.

2 Pseudonym and different picture; story provided by a disability service provider
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SECTION IV: SUPPORTING OLDER ADULTS WITH
DEVELOPMENTAL DISABILITIES

This section focuses on the supports and services needed to support older adults with
developmental adults. The section considers strategies to assist older adults with
developmental disabilities to age-in-place. Also outlined in this section are strategies to
support older adults with developmental disabilities and accompanying Alzheimer’s or some
other forms of dementia be supported in residences that provide the type of physical care
they require in the later stages of their life.

Promising Practices Supporting Older Adults to Age-in-Place

Consistent with the community inclusion philosophy promoted by CRCB PDD, older adults
with developmental disabilities should be supported to age-in-place, if they and their
families and/or guardians prefer and are able to support this option whether it is with their
parents and/or living with some form of staffing support. There are situations, previously
referred to in this report, where the option of aging in the person’s current residence is not
the person’s or their guardian’s preferred choice. Also there are situations where various
issues make the option of aging-in-place (i.e., their current home) not possible. These issues
could include, but are not limited to:

e asupport home operator is retiring;

e the parents of the older adult wanting to reside in their home alone or sell their
home, as they themselves age;

e the accommodations such as bachelor suites being too small to accommodate a
support worker as the adult with disability ages;

e the landlord nor willing to make necessary adaptations to the home (e.g., bars in
the bathroom, ramps); and,

e the person has reached the final stages of dementia.
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There are a number of promising practices that would enhance the opportunity for an older
adult with a developmental disability to age-in-place. These include the following ten
practices:

develop social support networks;

use safe environment technology;

develop viable and walkable communities;
support the development of a network of health care providers knowledgeable in the
issues of aging with a developmental disability;
support workforce development;

support families, guardians and siblings;

provide on-going assessments and screening;
develop an outreach and service navigation team;
partner with older adults centres; and,

10 develop flexible funding models.

PWNE
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Promising Practice #1: Develop Social Support Networks
Social scientists have long appreciated the positive role that community involvement and the
presence of natural support networks (i.e., non-professional) plays the promotion of well-

Ixxii Ixxiii

being.™" For instance, one study”™" which involved extensive review of the literature on

community involvement indicated that:

Research in the disciplines of sociology and community psychology has
ascertained that involvement in groups and organizations leads to several
positive outcomes, including reduction in psychological distress, enhancement
of subjective well-being, increased feelings of self-esteem, and the promotion
of personal happiness and life satisfaction. At the neighbourhood and societal
level, active participation in groups and organizations has been associated
with higher levels of social and communal benefits and increased political
participation.™"
Although community participation does not guarantee the development of positive social
support networks for older adults it is the first step in the likelihood of their development.
Some older adults may be isolated from their communities because of their limited income.
Participation in community events may involve fees, and/or transportation making them
inaccessible for these older adults.

Unfortunately, there has been research to indicate that professionals working with adults do
not work to strengthen their inclusion in their communities nor work to strengthen their

Ixxv

support networks.”™™ They found that most staff disagreed on the meaning of inclusion or

felt these residents were too different for it to be meaningful. Others have observed that
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staff do not understand the importance of social networks, do not believe that the
individuals they are supporting could have friends or that non-paid individuals might be
interested in spending time with the person. Organizational policies can interfered with the
development of friendships and social networks for older adults. Fears regarding the
agency's possible liability if an adult's friend or volunteer were to harm or threaten the adult
have caused some agencies to shy away from inclusion efforts. The lack of knowledge, the
devaluing of adults and their families, and the organizational issues will need to be
addressed for adults with developmental disabilities.

Families in Calgary were asked during the focus group sessions to describe the type of social
support network their older adult with a developmental disability experienced. They were
asked to pick one of the following alternatives:

e Private —small and primarily composed of family members living far away.

e Family — small and primarily composed of family

members living nearby and staff. Support Networks n=6g

e Self-contained — small and primarily composed of

staff and families members who live some distance %
away. Y

e Integrated — larger and include close relationships :3
with family, friends, neighbours, individuals with and 5
without disabilities and staff. 0

e Community — larger than average and primarily é*‘s’ f\ J *’ﬁa ab"?

. - . ! FoF g

made up of friends living close by, family members o aﬁ\\" ) d”@*
living far away, neighbours, individuals with and ¢ $

without disabilities and staff.

The results, summarized in this figure, suggest that more work needs to be accomplished in
the development of this very important asset for older adults with developmental
disabilities. Post-secondary institutions and professional training groups such as the Alberta
Council of Disability Services have a role in enhancing disability services personnel’s skills in
developing social support networks. The development, monitoring, and reporting of system-
level indicators may also shed light on the strategies necessary to get increased traction this
issue.

Promising Practice #2: Use Safe Home Technology

The use of Smart Technology appears to have promise in supporting and maintaining the
safety of people who are vulnerable including older adults with developmental disabilities and
adults with developmental disabilities and accompanying complex service issues.
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Bal, Shen, Hao, and Xue™"'in a recent paper summarizing the use of Smart Technology in
homes for seniors provide the following definition of Smart Home technology.

The Smart Home is most easily described as a collective term for information and
communication technology in homes where components communicate through a local
network. The smart home technologies have been derived from the main concept of
home automation, which makes use of:

e sensors to collect data regarding the state of home environment and activity of
any living being inside,

e controllers to analyze collected data and decide on actions;

e qactuators to produce actions, operate home devices, generate consumable
services; and network communication systems to integrate devices, components
and exchange information with external units/systems. Smart home may also be
referred to as other terms ; and,

e forms such as: smart space, aware-house, changeable home, attentive house and
collaborative ambient intelligence. (p. 482)

These researchers note that Smart Homes for elderly or disabled have the capabilities of:

1) monitoring the activities of the householder and the living environment to ensure the
safety of residents,

2) detecting the physiological and mental condition of the householder in order to
maintain the health and wellness in addition to safety,

3) automating tasks that a householder is unable to perform,

4) alerting the householder of potentially dangerous activities and preventing the
householder from dangerous activities,

5) alerting informal caregivers (family members), formal caregivers (nurses, doctors or
superintendents) or first responders if the householder is in difficulties (through a
linkage with a local community service scheme),

6) facilitating in the rehabilitation of householders (by using auditory and visual
prompts), and

7) linking them to the families and communities through audio-visual units (speakers,
monitors, display devices, TV, etc.) (p. 482)

Recent papers " ™ have also explored the use of telemonitoring to monitor the safety of
older adults who do not for various reasons want others sharing a space with them. This
technology could be used to maintain the safety and quality of life of older adults with
developmental disabilities age-in-place.
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% 3nd environmental changes make it easier for all older adults,

Although smart technology
including those with developmental disabilities, to age-in-place there is some evidence that
these changes may be challenging for staff, without training on implementation. One
research study indicated that there is a lack of awareness of the need for these
environmental changes and that they are not being used properly when they are installed.
"* The creation of an environmental assessment coordinator who would complete
assessments and ensure they were correctly implemented would be advantageous. On-
going staff training on environmental safety in residences and awareness of the possible

avenues for funding to support these changes would also be warranted.

The Federal and the Alberta governments both have grants to assist home owners with the
cost of these installations. According to the disability personnel interviewed as part of this
study, the total amount awarded annually in these grants is inadequate to meet the
community demand. Advocacy for more funds or targeted funds for older adults with
developmental disabilities may facilitate the possibility of them residing in their homes for a
longer period of time.

Promising Practice #3: Promote the Development of Livable and Walkable
Communities
As part of a review of international trends in the care of individuals with disabilities and the

care of older adults™™

concluded that, “Policy literature in the USA by both older people and
disability organizations has focussed on the idea of ‘livable communities’.” This reference is
to community design principles for cities and is not in reference to segregated communities
for people with disabilities. Livable and inclusive communities have affordable and
appropriate housing, are supportive and allow for ease in mobility and engagement in civic
and social life. Ensuring that families and advocates of people with disabilities are aware and
involved in the developments and policy discussions surrounding livable cities would

increase the likelihood that older adults with developmental disabilities will age-in-place.

Promising Practice #4: Support the Development of a Network of Health Care
Providers Knowledgeable in the Issues of Aging with a Developmental Disability
House-care zones or home-service zones are being used in the Netherlands as a possible
model to support older adults. The Dutch Government is promoting aging-in-place with
formal and informal supports as evidenced by the following:

The focus in the Netherlands is on building assisted-living complexes. . . .
Complexes include a day centre for those needing structured support, as
well as physical therapy space. . . .Older people with dementia are
accommodated in small-scale housing groups in ordinary neighbourhoods.
Both types of housing are part of what is called a ‘house-care zone’ or
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‘home-service zone’. These zones cover over 10,000 inhabitants, with a
central multifunctional building containing core services and high-support
accommodation, and accommodation for people with varying levels of need

Ixxxii

radiating outwards from this facility.

The types of supports for older adults including home care, assisted and long-term facilities
that Alberta Health Services (AHS) has put into place are similar to the model being
developed in the Netherlands.

The Primary Health Care Networks (PHCN) operating in Calgary also cover a large geographic
area and number of clients, similar to the house-care or home-care zones in the Netherlands
with the exception that, in the Netherlands medical services are located in buildings offering
high-support accommodation and multiple services for older adults.

The current Primary Health Care Networks developed in Alberta could become a source of
on-going medical support to people with developmental disabilities in an intentional and
strategic manner. Currently, individuals with developmental disabilities receive primary
medical care from individual physicians throughout Alberta. These physicians generally work
in isolation and receive little or no training in the medical needs of individuals with
developmental disabilities, in particular those who are aging.

The development of training sessions for family physicians and specialists such as
psychiatrists would be advantageous. The exploration of other strategies to enhance medical
services to older adults with developmental disabilities should be pursued. For example,
CRCB PDD and Alberta Health Services might consider jointly funding a disability services
specialist to work as part of a Primary Health Care Network in Calgary. An evaluation of any
pilots would be warranted.

Promising Practice #5: Support Workforce Development

As was previously mentioned, the need for increased workforce development for disability,
social work, health or allied health professionals is critical. ™ PV boxv bt £ ohy of these
professional groups has a particular area of expertise but the needs of older adults with
developmental disabilities crosses professional boundaries. Professionals need training in
supporting someone with developmental disabilities as well as working with someone who is
older. The focus of the training varies depending on the skills of the professional groups
targeted and issue to be addressed.

Completing valid assessments which inform service needs and health care supports would
be a critical area for professional training. There is a need for carers (e.g., family and staff)
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to be trained in how to proactively assist in the

Vil Agencies and families utilizing

assessment process.
family-managed supports funding need support to
develop procedures regarding the assessment, planning
and funding of possible residential placement or other
supports for older adults who need medical

SUppOI’tS.lXXXVHI

Promising Practice #6: Support Families,
Guardians and Siblings

Families and guardians of individuals with developmental
disabilities have been a critical force in the development
of progressive disability services. They also have been a
significant source of physical, social, and financial support
that, in their absence would have to be assumed by the
state. Families of older adults with developmental
disabilities have issues that are unique to their situation
which need to be addressed in the development of
services for older adults with developmental disabilities.

Some studies have indicated that a significant number
(e.g., 75 percent) of care givers do not make future plans
for their son or daughter that addresses issues such as
legal, financial, and long-term accommodation.™™ This
can occur for various reasons including a desire to not
face their own aging, an avoidance of the anxiety caused
by thinking about the adult having to live with someone
else, and according to one study, an expectation that
siblings will continue the care in their absence. It should
be noted that according to one study this expectation for
the role of the sibling is rarely discussed with the family
members including the adult with developmental
disability.

Unfortunately we do not know the state of future plans
in Calgary, although during the family focus groups,
people who participated expressed concern over the lack
of information on the topic. The majority of these
families did not have plans in place. A number of siblings

Family and Guardian Focus Group
Themes

e Ensure adequate wages for
quality staff.

e Provide staff education and
training programs, with
scholarships allotted through
agencies for up-grading.

e PDD monitor services closely.

e Create an ombudsman for
parents and guardians of
disabled persons.

e Create a joint task force between
Alberta Health Services and PDD.

® Increase access to transportation
services.

e Make information accessible;
use technology to get
information to families and
guardians as well as to provide
agencies with best practice
information.

e Provide information on how to
age-in-place.

e Provide a registry of respite
service providers.

¢ Increase funding for respite
services.

e Engage siblings in the planning
process and support them in
assuming responsibility.

e Work with the Public Guardian’s
and Trustee’s office to plan to
support this population.
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attended these sessions. A few of them expressed concern that they were going to be
assuming the financial, advocacy, and support activities that their parents had historically
completed.

Being involved in annual planning with disability agencies does not guarantee that families
will have these plans completed. Depending on the sophistication of the agency, their
beliefs and model of individual planning, their model of intervention (e.g., individual-
centered vs family-centred), their confidence in broaching what may be viewed as a sensitive
topic, their relationship with the family, their lack of awareness of the importance of this
type of planning, or their assumptions about the roles and responsibilities of the family (e.g.,
legal and financial planning is the family’s domain) this topic may never be addressed.
Whatever the reason, this type of planning is critical to have in place given the significant
role families play in supporting adults with developmental disabilities.

Some research indicates that older parents of individuals with developmental disabilities are
less stressed than younger parents and those parents of individuals with developmental
disabilities are considerably less stressed than other caregivers.

Assuming that because someone is the parent or a close relative of an individual with
developmental disabilities equips them to be physically, financially, or psychologically able to
care for an adult with a disability, may be creating an undue hardship for both parties.
Several siblings in the focus groups, which were held as part of this study, indicated that they
were unable to carry the extra financial costs of supporting the individual with a
developmental disability, which their parent had historically assumed. They also expressed
that given the demands of their own family and careers they would not be in a position to
advocate for their brother or sister in the same way their parents had done. They
acknowledged that this could result in a reduced quality of services for their brother or sister
but they felt that it was an unrealistic expectation.

An examination of the literature™ for the period of 1970-2008 on adult siblings over the age
of 21 found that although siblings are often expected to assume care giving roles, including
living with the person, only approximately 10 percent of adults lived with their sibling.
Predictors of the sibling assuming the care giving relationship included sex of the sibling (i.e.,
female siblings were more likely to be the primary care giver), the desire of the sibling, the
health of the parent, the level of disability of the adult, and the current relationship with the
parent and the person with the disability. Engaging siblings earlier in the future planning
processes and assisting them to be knowledgeable about the current and future needs of
their sibling who has a disability would benefit both parties.
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There is some evidence™ " that a significant number of aging families caring for an older adult
with developmental disabilities are not connected to formal services for adults with

developmental disabilities. These families generally approach non-disability focused services
(e.g., Meals on Wheels, centres supporting older adults) for assistance in times of crisis.*" It
will be critical to work closely with these organizations in identifying and supporting families

who are not involved in formal disability services.

Promising Practice #7: Provide On-going Assessments and Screening
Although there are a number of assessment tools available to assess the health care and
support needs of older adults, these tools have generally not been normed on older adults

Xciv

with developmental disabilities.™ The British Columbia Health Authority is currently using
the Dementia Screening Questionnaire for Individuals with Intellectual Disabilities (DSQIID)
and uses a “shared funding” model which allows them to contribute funding for personal care

when the person’s decreased function becomes an issue.*

It is critical that baseline assessments be completed before the older adult with developmental
disabilities is 40 years of age so that it can be used as a measure of comparison to determine
frailty related to aging in the future.

There appears to be a significant gap in appropriate service models and personnel for older
adults with developmental disabilities and accompanying mental health concerns, including
dementia. Health professionals have stated that the efficacy of the service for older adults
with developmental disabilities and accompanying mental health issues, including dementia,
tends to be poor because health care providers are not knowledgeable in supporting
someone with a developmental disability.

Promising Practice #8: Develop an Outreach and Service Navigation Team
Although training of professionals needs to be a priority, the sheer number of these
professionals, combined with the high turnover rates generally, may make the task of
ensuring all the professionals have adequate skills costly and overwhelming. Another
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alternative suggestion is to develop a regionally-based group of consultants and a
pool of skilled support staff. This model has worked well in other countries. **" ** The
consultant team would have expertise in older adults’ services and supports, as well as,
those for individuals with developmental disabilities. This team would be available to
provide assessments and consultations to both the disability and health sector and case

manage particularly challenging situations.

The support staff would be trained in supporting older adults with developmental disabilities
and be available to provide short-term hands-on support to community-based programs.
This support may involve providing increased staffing until an assessment can be completed
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and funds released for increased staffing, assisting in the completion of environmental and
individual assessments, and hands-on training and coaching of agency personnel.

A comparison of an agency-based to a government-based case management service was
conducted.® The agency-based program was specialized and focused on families with older
adults with developmental disabilities in the home. The program was designed to assist
parents in keeping people in their home, to assist families to plan for the future, and to
facilitate the acquisition of skills of the adult. The program, which was agency-based had
funding for .6 FTE of a case manager, $40,000 in discretionary funds and administrative and
travel money. The government-based case management program was designed to address
generic case management needs for children and adults with developmental disabilities.

The researchers did not find a significant difference in the age of the parents in the two
services, or in the skills of the case managers. They did find that the specialist program
spent 75 percent of their funds on accessing services for the families while the mainstream
service only spent 25 percent of their funds. The specialized service also put more emphasis
on outreach and finding families while the mainstream waited for families to self-referral.
The specialized service also spent time in future planning while the mainstream tended to
deal with immediate needs therefore resulting in more emergency planning. This study
demonstrates the benefits of a specialized outreach team for individuals and their families
who are older.

The Central Persons with Developmental Disabilities Region is implementing a pilot to
evaluate the introduction of an outreach team supporting five group homes that each has
one or more, older adults with developmental disabilities as residents. This team will be
involved in training the group home staff and consulting with them.

Promising Practice #9: Partner with Older Adults Centres

Older adults centres or day services, whether in rural or urban settings are evolving to
address the needs of a new population of older adults (e.g., healthier, younger, more
individually focused) and becoming more of a hub for older adults services. Based on
interviews with 32 older adult centres in the US it was concluded that the trends that are
developing in the older adult centres may have a negative impact on the intergenerational
and community culture of these centres.” The trends identified including: a tendency to
market to younger older adults, and an emphasis on individualized choice and lifestyle
approaches. This may or may not have a positive impact on individuals with developmental
disabilities, depending on whether disability service providers can pick up on this trend and
use it.
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A recent examination of older adult centres in rural communities in the United States®
indicated these centres are critical because of the lack of services in a rural community but
found that they tended to only provide recreational and social services rather than becoming
hubs for a number of services older adults would need. The author of the study advocated
for older adult centres to evolve into hubs of activity for older adults.

A number of disability services have used the Kerby Centre in Calgary as a source of day
activities for some of the older adults in their residences. Nondisabled older adults have
had mixed reactions to this idea. The Executive Director of the Kerby Centre has expressed

an interest in supporting the integration of older adults with disabilities into the Kerby
Centre.

Janicki, recently in Calgary, described a project that was implemented in New York to
integrate people with developmental disabilities into the older adult centres. Funds were
given to the centre to pay for the extra time spent on facilitating the integration. Exploring
strategies to enhance partnerships with day centres for older adults in Calgary (e.g., Kerby
Centre) would be advantageous.

Janicki also noted that professional participation in aging and developmental disabilities
networks assists in reducing language barriers and staff resistances while facilitating the
likelihood of increased joint planning and working relationships between the two service
sectors. Exploring the development of these joint networks may prove to be an effective
strategy to develop programs and professionals between the two sectors.

Promising Practice #10: Develop Flexible Funding Models

It has been suggested that the absence of flexible funding in the disability sector means that
all changes are viewed as age-related which results in inappropriate referrals and use of
aged services.?" Further, funding mechanisms and a desire to not shift responsibility from
one sector to another can lead to inappropriate service provision. Janicki suggests that
governments make funds available for service providers to meet the changing needs of that
population whether or not they are associated with aging.

The need for long-term planning, including the possibility of increased funding, as individuals
with developmental disabilities age is essential. Older adults with developmental disabilities
who have dementia will need significant staffing increases in the initial stages of dementia.”’
When the individual progresses to the later stages of dementia the staffing needs reduces.

With this knowledge a long-term individual budget could be projected to assist the region in
the allocation of resources.
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Supporting Older Adults with Dementia
Janicki and his colleagues identified three models of accommodation for individuals with
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developmental disabilities and dementia.™ The models are:

e aging-in-place — Older adults are provided a number of supports so that they can
remain in the home and community until their health requires them to be placed in a
health facility.

e in-place progression — In this model, a series of group living situations are developed
in a continuum fashion to allow for the older adults to be grouped based on similar
needs or stages of dementia. An older adult is moved to the appropriate location
(e.g., house, unit) as their dementia progresses. Efforts are made in this model to
design identical physical layouts in each location to reduce any confusion
experienced by the older adult.

e out-placement — In this model, the older adult receives services from traditional
older adult residential services (e.g., nursing homes.) when their medical needs
warrant more care than can be given by a staff-living situation or family home.

These researchers did determine that agencies can adapt to supporting older adults with
developmental disabilities with dementia provided they:

prepare for the fiscal implications of unreimbursed changes in level of care and
the impact on staff of facing recurrent deaths or significant decline after years of
demonstrated independence by persons with ID now experiencing dementia.
They will also need to know more about how to adapt their physical plant (to
increase safety, access, and independence), to increase administrative
preparation in terms of planning, fiscal management, and resource allocations
(to provide a supportive administrative environment for clinical services, to
adapt best practice models for staff training(to ensure staff readiness and
capability), and to recruit and train staff for dementia capable environments (to
maintain a workforce familiar with dementia related care).™

Janicki has also suggested that, based on his experience, an aging-in-place residential model
for older adults living in group settings (e.g., group home) will naturally evolve into an in-
place progression model for older adults with developmental disabilities and dementia. He
suggests that although staff may want to support the older adult to age in place, the
deterioration in the person’s ability, the decrease in their physical health, and the increase in
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their confusion, aggression, and wandering behaviours may put the older adult and possibly
others in the house at risk.

Although the out-placement model is consistent with the normalization principle ascribe to
in the disability field (e.g., similar roles and life styles to that of the general population) it is
not the ideal option for older adults with developmental disabilities and dementia. Older
adults with developmental disabilities and Alzheimer’s are younger than older adults
without disabilities, when they begin to show signs of Alzheimer’s. Placement in a long-term
care facility, with considerably older adults, being cared for by nursing personnel who have
not been trained to work with individuals with developmental disabilities, and being away
from their familiar routines and environments places the older adult with developmental
disabilities at risk of isolation and increased deterioration.

Unfortunately, there were few evaluations of these models available in the literature
surveyed. One Canadian study did compare the quality of life of individuals with Down
syndrome residing in 10 group homes to those residing in 10 special care facilities (e.g.,
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nursing homes) across Canada.” The study included interviews and a survey with agency
directors or managers, quality of life measures which involved staff, programming,
environmental characteristics, and a review of the organizational philosophy of care. It was
concluded from the study group home environments overall provide better quality of life.
This study also suggested, consistent with Janicki’s findings that homes will need to increase
their staff training and their staff ratios to support individuals with developmental disabilities
who also have dementia. This may be challenging for disability service providers in Calgary,
given the variable economic climate and their constant challenge to attract and maintain

well qualified staff.

A number of agencies in Calgary have been exploring the possibility of developing services
for older adults with developmental disabilities.

Financial Supports for Older Adults with Developmental Disabilities
There are a number of financial supports and community services that are available to older
adults through the Government of Canada, the Alberta Government, and the City of Calgary.
Some of these benefits and grants are not available until the individual is 55+ years of age
(e.g., Community Based Snow Removal Programs) or even 65+ years of age (e.g., Old Age
Security).

Some adults with developmental disabilities demonstrate limitations in their functional
ability at a younger age than other adults without developmental disabilities, but because of
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the age criteria associated with these financial and community services they are not
accessible to these adults. The lack of awareness of family members and/or disability service
personnel of the existence of these resources also contributes to these resources not being
fully utilized by older adults with developmental disabilities. Further, some individuals with
developmental disabilities may not have been employed sufficiently to qualify for some of
these benefits (e.g., Canadian Pension Plan) nor do they have access to sufficient funds to
apply for some of the benefits (e.g., Canada Disability Savings Grant) which require a
contribution from the financial benefit recipient. Adjusting the qualification criteria for
supports and services for older adults with developmental disabilities should be examined.

Conclusion

Older adults with developmental disabilities want to age-in-place. Generally their parents,
siblings and/or guardians, and the professionals working with them want this residential
option for older adults with developmental disabilities as well. There are circumstances that
make this option difficult to achieve for some individuals. Ten promising practices were
provided which would enhance the likelihood of a greater number of older adults with
developmental disabilities aging-in-place. These promising practices include:

development of social support networks;
utilization of safe environment technology;
development of viable and walkable communities;

bl R

support the development of a network of health care providers knowledgeable in the
issues of aging with a developmental disability;

support for workforce development;

support for families, guardians and siblings;

provision of on-going assessments and screening;

development an outreach and service navigation team;

partnering with older adults centres; and,

10 development of flexible funding models.
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Three models have been outlined for supporting older adults with developmental disabilities
who have Alzheimer’s or other forms of dementia. These models include aging-in-place, in-
place progression, and out-placement. The in-place progression (i.e., continuum of
residential environments created that vary with regards to such features as the type of
support provided, the safety features of the home, and the training of the professionals)
has been shown in other jurisdictions to have some promise for ensuring the safety and
dignity of each of the residents in the home.™
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A number of financial supports and community services available to older adults in the
general population, through the various levels of government, require the individual to be
55+ or 65+ years of age. Some older adults with developmental disabilities, due to the early
signs of aging, may require these services before the stated age criteria for the services.
Addressing these potential policy inequities will be necessary in developing supports and
services for older adults with developmental disabilities.

Karen and Mark®

Karen and Mark met and fell in love in
their twenties and have been together
ever since. Both lived with their parents
and attended a university-based
program. A few years ago Mark’s
parents bought them a home as a
wedding gift. The following is a
description from the disability service
day service provider.

Recently, Karen and Mark have been

showing signs of aging and not wanting
to attend a day service. They are comfortable living in her home and their parents have
arranged for them to get 25 hours a week support. They both are involved in their
community.

Ken and Mark’s story provides an example of adults with developmental disabilities living-in-
the-right-place. This situation evolved because of forward planning, adequate resources,
and involvement of a positive support network.

3 Pseudonym and different picture; story provided by a disability service provider
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SECTION V: FRAMEWORK FOR AWARENESS, EDUCATION,
AND TRANSFORMATIONAL CHANGE

The purpose of this study, conducted within the mandate and scope of CRCB PDD, is to review

the services and supports that older adults with developmental disabilities, including those

with accompanying syndromes such as dementia, require so that they can continue to

participate in their communities and live healthy and meaningful lives. This report

summarizes the results of this study.

Seven other reports were completed by the study team as part of this study. These reports

include:

Aging with a Developmental Disability: A Health Perspective;

Projections of the Population of Older Persons;

Assessing the Health of Older Adults with Developmental Disabilities;

Family and Guardian Focus Groups Summary Report;

Individual Financial Support for Older Adults with Developmental Disabilities;
Guidelines for Using the Supports Intensity Scale (SIS with Older Adults with

Developmental Disabilities; and,

Six Critical Factors Organizations Need to Think about when Providing Services and
Supports to Older Individuals with Developmental Disabilities.

This final report summarizes these reports and provides additional material on promising

practices in the development of services and supports for older adults with developmental
disabilities.
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Framework for Awareness, Education, and Transformational Change
The preceding sections of this report identify guiding principles and values, current and
projected demographic information, and promising practices in supporting and providing
services for older adults with developmental disabilities. Based on this information, four
intersecting and critical pillars have been identified. These pillars are:

e cross-ministry and stakeholder collaborations;
e professional development;

e service and supports development; and,

e policy direction and alignment.

The following graphic outlines the Framework for Awareness, Education, and
Transformational Change, including the four pillars and suggested goals.

Figure: Framework for Awareness, Education, and Transformational Change

Supporting Older Adults
with Developmental Disabilities
Framework

, "

Life-long Pre-requisites

Community access

Family Support

A Meaningful
and Healthy
Older

Network development
Access to health services
Access to disability services
Adequate nutrient

Adequate physical and
recreational opportunities

Meaningful volunteer and
ploy t experi e:

Spiritual and physical wellness

Outcome Measurements
The implementation of these goals will result in a number of measurable outcomes. It has
been suggested in this study that individuals with developmental disabilities and their
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families work with other stakeholders to identify their desired outcomes for the
development of supports and services for older adults with developmental disabilities. The
following are suggested as initial outcomes of the implementation of the proposed
framework for change:

o the quality of life of older adults with developmental disabilities is enhanced;

o increased number of older adults with developmental disabilities in ‘well
elderly’ group;

o families and guardians are satisfied that appropriate planning and long-term
supports and services are in place that ensure the health, safety, and life
quality of their older adults with developmental disabilities;

o disability services and health personnel are well-trained to support older
adults with developmental disabilities; and

o cross-ministry and stakeholder collaboration enhances the development of
cost effective services and supports.

Impact Assessment of Direction and Actions

An impact assessment of the directions and actions suggested in this report to fully
understand the resource needs and challenges presented (e.g., integration of cross-ministry
collaboration, housing considerations). An on-going evaluation of the implementation of
these recommendations should also be designed and implemented. This could include a
social return on investment aspect to the assessment of impact.

Conclusion

This study was completed under the auspices, mandate, and scope of CRCB PDD. Current
services and supports for older adults with developmental disabilities were reviewed in
context of promising practices. A Framework for Awareness, Education, and
Transformational Change is outlined which articulates the four pillars and suggested goals.

In the completion of this study we heard many voices and perspectives on how to move
forward in developing services and supports for older adults with developmental disabilities.
The observations and suggestions made in this report are based on these perspectives and a
review of the literature. The suggestions and observations are also made based on a
commitment to provide quality services and supports which reflect a respect for the dignity
and choice of the individual, the importance of the involvement of parents and guardians,
and a commitment to community living and community inclusion.
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CRCB PDD’s mission and beliefs are aligned with a social model of disability. None of the
suggestions and observations made in this report supports a return to a medical model of
disability. Interviews with senior personnel and board members of CRCB PDD reflect their
belief that every effort should be made to support people with developmental disabilities,
throughout their life span, to live a full and inclusive life which is free of abuse, neglect, and
isolation. These individuals and the authors of this report have not indicated a desire for
congregated settings for older adults with disabilities; needless assessments for
administrative purposes; nor have they identified group home residences as safer and better
models than other residential models. The suggestions in this report do not support the pre-
mature labelling of a person with a developmental disability as “older.” The report suggests
that every effort should be made to support individuals who are demonstrating the
behavioural, physical, and cognitive changes commonly associated with advancing years and
that these developments not be overshadowed and ignored because of the individual’s
developmental disability.

The findings of this report do suggest that:

e older adults be supported to live in the residence of their choice (e.g., aging-in-place)
in a similar manner to other older adults without developmental disabilities;

e some adults, because of the tenuous nature of their current residential support, their
limited social network, and the lack of future planning, are at risk of isolation,
neglect, and poor quality care in the future;

e asmall number of adults with developmental disabilities who have dementia, be
provided with the medical and physical care they need so that they pass through the
final stage of their life with dignity and adequate support;

e the parents who are themselves aging and the siblings of the older adult with a
developmental disability be provided with the support they need;

e disability services and health personnel receive adequate training so that older adults
with disabilities are safe, healthy, and involved in their communities;

e the ministries and departments (e.g., seniors, PDD, AHS, transportation, housing)
work together to develop the types of policies and services that would support older
adults with developmental disabilities;

e that medical and physical screening occur throughout the person’s life so that their
medical and physical needs are addressed and that in the event that this screening
has never occurred on an ongoing basis it occurs at least once before they are 40
years of age so age-related issues can be addressed and not be overshadowed and
neglected; and,
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e the ten promising practices identified in this report (e.g., use of safe home
technology) be implemented, monitored, and evaluated in the development of
services and supports for older adults with developmental disabilities.

In summary, in the development of supports and services for older adults with
developmental disabilities will require:

a review government policies related to older adults;

the securing of a government-level champion(s);

a review of the demographics and needs of older adults (i.e., 45+ years of age);
collaboration with other ministries and service providers;

development of a continuum of effective, relevant and relevant services and
supports; and,

e the articulation of desired outcomes by families and other stakeholders of the
relevant outcomes.

A list of suggested activities that could be implemented in a region or jurisdiction planning
for services for older adults with development disabilities is outlined in Appendix 1.
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APPENDIX 1. Suggested Activities for the Development of Services and Supports
for Older Adults with Developmental Disabilities

The following are some suggested strategies based on this approach which may be helpful in
developing an action plan to move forward on the development of services and supports for
older adults with developmental disabilities. These suggested activities are divided into

four areas:
e Cross-ministry and stakeholder collaborations
e Professional development
e Service and supports development
e Policy direction and alignment

1.0 Cross-ministry and stakeholder collaborations

1.1 Develop a provincial agenda for older adults with developmental disability, which
frames the allocation of resources, establishes measurable targets and outcomes, reduces
service gaps, and focuses efforts across provincial departments.

Adopt the Edinburgh Principles on supporting older adults with developmental
disabilities and dementia and revise them to encompass a larger population.
Adopt an aging-in-the-right-place philosophy.

Align and bridge policy across departments to reflect this agenda.

Establish inter-departmental funding structures to support this agenda.

Identify provincial and regional champions in the departments of health, seniors,
housing, and PDD to ensure the implementation of the provincial agenda.
Consider the development of a secretariat on aging and developmental disabilities
to oversee the implementation.

1.2 Develop a long-term regional and provincial evaluation strategy.

Work with families, service providers, and other stakeholders to articulate
outcomes.

Develop measures and benchmarks for each outcome.

Monitor and report outcomes on an annual basis.

Articulate the desired outcomes for each services and supports at a regional level.

1.3 Promote the use of an operational definition of the term “older adult” when applied to
adults with developmental disabilities.

Consider using a multi-facet definition (e.g., 50+ years of age and accompanying
demonstrated frailty, not directly related to their developmental disability or a
non-age-related illness).
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e Complete middle age health surveillance beginning in the 40s, with special

attention to adults with Down syndrome in this age group due to precocious aging
issues.

In conjunction with other ministries identify an effective and efficient means of
assessing physical and mental health status in older adults with developmental
disabilities.

Consider having PDD complete Supports Intensity Scale (SIS) measures on adults
40+ years of age, as a baseline of their support needs.

1.4 Create a committee of multiple stakeholders to oversee the implementation of the

plan.

Identify stakeholders and appropriate representatives.

Develop committee mandate.

Develop process for implementation of study recommendations.
Develop evaluation of collaborative process.

1.5 Provide timely and comprehensive information and support to families and guardians
to complete future care plans for older adults with developmental disabilities.

Post on the appropriate government department website a template for future
planning. For families.

Provide information on professionals, including lawyers and financial planners,
who specialize in estate planning for individuals with disabilities.

Consider the potential of partnering with systems supporting other individuals
(e.g., aging parents, partners of stoke victims, parents of individuals with severe
mental illness) to develop joint support and planning sessions for families.
Review respite services for families, in particular those families supporting an
older adult with developmental disabilities.

1.6 Support the development of ‘walkable and liveable’ cities that enhance the quality of
life of older adults and adults with disabilities to increase their ability to ‘age-in-place’.

Ensure advocates of older adults with developmental disabilities are involved in
working committees at the municipal level focused on planning for older adults in
the general population..

Develop a communication system to keep advocates, family members, and people
with disabilities informed about developments in municipal and provincial housing
and transportation planning and policies.

Work with government departments responsible for housing to ensure that at
least ten percent of the new affordable housing spaces being created are
physically accessible.
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1.7 Work with organizations serving older adults and home care professionals to identify
and support two-generation families.

Develop fact sheets and informational material useful for families caring at home
for an adult with developmental disability who is not engaged in any formal
services and distribute them via generic older adult services.
Work towards appropriate placement of older adults with developmental
disabilities by:
o identifying older adults with developmental disabilities in long-term care
facilities who may be more appropriately placed in an alternative site;
o developing planning tools for family members and the older adult with
developmental disabilities so that aging-in-place is facilitated.
Identify and support the older adults with developmental disabilities, who for
various reasons (e.g., living alone, living semi-independently, residing with their
parents, residing in a supportive roommate situation, those who come to the
attention of adult protective services, homeless support organizations, and other
social welfare groups) are at-risk of inadequate service provision as they age.
Ensure future planning, which focuses on legal, health and accommodation issues
and support needs, is completed and monitored for all individuals who are 40+
years of age.
Collaborate and plan with other government departments to develop a system of
service/case management to assist these individuals as they age.

2.0 Professional development

2.1 Promote the development of a competent and confident workforce to assist older
adults with developmental disabilities.

Meet with the individual agencies and any interagency service providers groups
to discuss their future plans for staff training.

Complete an assessment of the needs for professional training in disability
services and health sectors.

Identify other community partners who have the resources to offer training to
service providers.

Offer joint professional development sessions with other government
departments.

Fund, where necessary, the development and offering of professional
development activities including the development of on-line training sessions.

2.2 Develop a regional network of service providers focused on older adults with
developmental disabilities.
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Create a common website or portal for information on best practices in
supporting older adults with developmental disabilities.

Identify community partners who have the resources to offer training to service
providers.

Meet with service providers interested in supporting older adults with
developmental disabilities.

Map out resources for supporting this group of individuals among these service
providers, identifying gaps and possible redundancies.

Develop a plan for development and support of the service network.

3.0 Service and supports development

3.1 Undertake two censuses of middle-to-older age adults with developmental disabilities.

Complete a census on all known clientele served by a region's providers who fall
into the 40+ years age group. Collect data on: the age, sex, physical and mental
status of adults and the capacity of family caregivers and the status of future plans
for caregiving duration.

Complete a broader census of older adults currently not in service, but known to
someone or unknown and yet to be found by outreach measurement strategies.
Develop projections of the nature of the older population of adults with
developmental disabilities for purposes of forward planning, budgeting, and
expectations of needs for specific services.

3.2 Develop initiatives on health targets to increase the number of older adults in ‘well
elderly’ group.

Initiative education campaigns on aging, wellness, and optimal supports and
services for disability services working with people with developmental disabilities
as they age.

Explore collaborative arrangements among providers to optimize supports and
services.

Ensure adults with developmental disabilities are receiving health, lifestyle, and
dementia screening and advice.

3.3 Develop outreach teams or collaborate with existing outreach teams focused on older
adults, to enhance service provider expertise in aging and developmental disabilities.

Provide health and disability professionals and families supporting older adults
with developmental disabilities with information, training, coaching, and
assessment.
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e Explore the possibility of various stakeholders contributing resources to the
development of these teams.

e Link the outreach teams to local universities and other resources to enhance
visibility and expertise.

3.4 Make the development of social support networks for all adults with developmental
disabilities a regional priority.

e Develop agency and systems-level indicators.

e Provide staff training in the development of social support networks.

e Monitor and report annually on an individual, agency, regional, and provincial
level outcomes.

3.5 Organize specialty medical/health assessment resources.

e Complete dementia and mild cognitive impairment assessments on older adults
when appropriate.

e Provide training for professionals working in these centres so that they can work
with older adults with developmental disabilities.

e Ensure that disability services personnel are aware of these services.

e The adoption of a workable and useful functional screening instrument would
help staff and families establish baseline data and subsequently identify significant
changes in function that would speed referral to appropriate evaluators and
diagnosticians.

e Provide training to disability services personnel regarding the early signs of
dementia and the role in supporting and assessing the individual including
environmental and technological changes that need to occur in the residence to
support the individual.

3.6 Create long-term multi-year plans for older adults with developmental disabilities.
e Develop long-term plans, with their family and other caregivers, for increased
support if necessary, after the older adult reaches forty years of age.
e Develop mechanisms (e.g., pre-identified thresholds or funding-triggers that allow

for flexible and responsive funding arrangements as the older adult’s needs
change.

3.7 Develop appropriate supportive living for older adults with developmental disabilities
and accompanying mental health concerns, including dementia.

e Ensure these supportive living arrangements are small (e.g., 3-5 people).
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Ensure personnel are trained in working with older adults with developmental
disabilities who have accompanying mental health issues including dementia,
attendant heath care skills, and end-of-life issues.

Ensure adequate environmental and technological modifications have been made
to the supportive living arrangements to ensure the individuals’ needs are meet in
a safe environment.

4.0 Policy direction and alignment

4.1 Develop a process among various government departments which outlines how they
will collaborate and plan how they will each respond and support older adults with
developmental disabilities.

Incorporate a “double lens” perspective (i.e., older adults and individuals with
disabilities) in the review of policies and programs

Outline roles, responsibilities, mandates, clientele, and funding arrangements for
supports and services for older adults with developmental disabilities.

Agree to work closely together to ensure older adults with developmental
disabilities get adequate and timely service.

Identify pressure points between the systems as it related to older adults with
developmental disabilities.

Offer joint professional development sessions.

4.2 Work with disability and health providers to develop, implement, and maintain
protocols for regular assessments of older adults with developmental disabilities.

With the government responsible for health services articulate a plan to develop
and adopt a standardized protocol or screening/assessment instrument for
providers and local planning authorities.

Clarify, with service providers, the type of information that needs to be
maintained on aging adults with developmental disabilities.

Provide training to facilitate the consistency in client information being
documented and for enhance awareness and skill development of health and
disability professionals.

Screen older adults with developmental disabilities to determine if mild cognitive
impairment (MCI) or dementia is present.

4.3 Advocate and work towards ensuring that older adults with developmental disabilities
have access to adequate benefits and services.

e Work with appropriate funding department (e.g., AISH) to recommend changes to

health benefits for adults with developmental disabilities 65+ years of age so they
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are able to maintain their health benefits at the level prior to turning 65 years of
age.

Work collaboratively with department responsible for aids (e.g., Aids to Daily
Living) to review current funding criteria to ensure it is reflective of the needs of
an older adult with developmental disabilities, in particular those with complex
physical and/or mental health concerns.

Advocate for an increase the total regional funds available in the Residential
Access Modification Program (RAMP). Provide key influencers and decision
makers with sufficient information (e.g., research findings, economic impacts, case
studies, and policy positions) regarding the need to lower the age criteria so that
older adults with developmental disabilities can have access to supports and
services for older adults in the general population.
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