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Summary

Grounded by a precedent-setting human rights settlement, the Department of Families,
Department of Health, and Winnipeg Regional Health Authority (WRHA) committed to
developing a new service delivery model for adults with both a medical diagnosis and
complex disability-related needs through the Integrated Adult Services (IAS) pilot. With
a focus on service coordination and integration, the IAS pilot served to identify service
barriers or gaps, and worked toward creative solutions to enhance the quality of life for
pilot participants.

The IAS pilot engaged with and documented the lived/living experience of adults with a
medical diagnosis and complex disability-related needs living throughout Manitoba,
while addressing gaps in supports and service for 33 eligible adults in the Winnipeg
Health Region.

The outcome evaluation of the IAS pilot revealed numerous strengths in providing
intensive case management, person-centred, flexible, self-directed support to
individuals with both a medical diagnosis and complex disability. For many pilot
participants, they received modest home care supports that greatly improved the quality
of their lives. Indeed, these individuals expressed concern that without such modest
support, they would be at significant risk of losing their ability to live independently.

While the IAS pilot was negatively reviewed by some of the participants (approximately
20%), for the majority of participants, the pilot improved their quality of life by providing
supports that they would otherwise not receive. To this end, the pilot achieved its
intended goals.

In contrast, the findings from the process evaluation indicate that the IAS pilot was
unsuccessful in demonstrating a new community-government partnership approach.
Issues related to collaborative decision-making emerged early in the initial phase of the
pilot, and these issues remained a barrier to true collaboration throughout the pilot’s
duration. All steering committee members expressed frustration over this pervasive
issue, though they offered sincere hope that the enhancements made to the adult
disability services system could be continued post-pilot through sustainable resources
following the conclusion of the pilot.

While the pilot was limited in its geographical scope, engagement findings present
feedback gathered outside of Winnipeg from persons with both a medical diagnosis and
complex disability (and their loved ones/family members, where applicable). Their
feedback identified several issues concerning gaps and barriers experienced by
persons with complex disabilities, including several issues experienced in rural and
remote communities.

Separate and apart from the evaluation and engagement work conducted by Chalet
Point Consulting, a research component was performed by the IAS pilot researcher, the
St.Amant Research Centre. The goal of this research was to explore best practices in
service delivery for adults with both a medical diagnosis and complex disability. Where



possible, the findings from this research are connected to the findings from the IAS pilot
evaluation and engagement, for purposes of validating the evaluation and engagement
findings and identifying best practices that address these findings.

Introduction

This final report presents findings on several aspects of the evaluation and engagement
workplan for the Integrated Adult Services (IAS) pilot, including the process evaluation;
engagement with stakeholders; and outcome evaluation, as conducted by Chalet Point
Consulting.

This findings report is authored by Dr. Terra Johnston (PhD, MSW, RSW), Principal
Researcher for Chalet Point Consulting, the external firm contracted to conduct the
evaluation and engagement workplan over the period of 2023 to 2025.

About the IAS Pilot

Grounded by a precedent-setting human rights settlement, the Department of Families,
Department of Health, and Winnipeg Regional Health Authority (WRHA) committed to
developing a new service delivery model for adults with both a medical diagnosis and
complex disability-related needs through the IAS pilot. With a focus on service
coordination and integration, the IAS pilot served to identify service barriers or gaps,
and worked toward creative solutions to enhance the quality of life for pilot participants.

The IAS pilot engaged with and documented the lived experience of adults with a
medical diagnosis and complex disability-related needs living throughout Manitoba,
while addressing gaps in supports and service for 30" eligible adults in the Winnipeg
Health Region?.

The IAS pilot supported 30 adults, living in the Winnipeg Health Region, who had both a
medical diagnosis and complex disability needs, and were experiencing gaps in
services and supports that prevented their full participation in home and community life.

Recruitment efforts focused on ensuring a broad representation of people diverse in
age, gender identity, service needs, geographies, and housing situations.

The IAS pilot committed to the following principles and values:

e Person-centered definition for quality of life
e Self-determined approach to service planning and delivery

' Given circumstances related to participant turnover, the pilot served 33 individuals.
2 Winnipeg Health Region serves residents of the city of Winnipeg, as well as the
northern community of Churchill and the rural municipalities of East and West St. Paul.



Creative solutions and problem solving within existing programs
Recognition and honouring of lived experience of disability
Evidence-informed decision-making

Inclusive and accessible engagement

Goals of the IAS Pilot

The aim of the IAS pilot was to create and test a new service delivery model with
identified participants to:

Meet the self-determined and individual needs of participants.

Explore new strategies and service delivery activities that reduce the agreed-to
gaps in services and supports.

Explore and trial new ways of assessing, coordinating, and delivering services
that may improve the experience of those the pilot serves.

Learn from the experiences and activities of the IAS pilot to implement long term,
meaningful change in the overall service delivery system.

The Government of Manitoba has committed to best efforts toward implementing all
recommendations that arise from the pilot. Findings and recommendations informed by
the evaluation and engagement are found throughout this report; additionally, they are
compiled in the section entitled Compilation of Findings and Recommendations.

Success Indicators for the IAS Pilot
The following considerations were identified by the IAS steering committee as indicators
of success for the IAS pilot:

IAS pilot participants experience and express improved quality of life as a result
of the project activities.

Participants come from diverse backgrounds, age, gender identity, housing, and
support situation, and present with a variety of gaps and needs to help inform the
project.

A skilled, consistent team of staff members support participants and the IAS pilot
throughout its activities.

Participants served through the IAS pilot participate in a timely, robust,
empowering, and comprehensive discovery and assessment process that
identifies their needs, wills, priorities, and perspectives.



e Participants’ needs are met using a variety of means and activities that can be
replicated and sustained outside of the pilot project.

e The voices and opinions of persons with lived experience of disability and those
receiving services living throughout Manitoba are well represented and heard
throughout the project.

e Recommendations identified through the evaluation of the IAS pilot are
implemented in a timely manner to inform future service delivery.

IAS Pilot Description

The IAS pilot was co-developed with direction from the IAS steering committee. The
following Service Logic Model was developed to articulate the objectives of the IAS
pilot; the means through which these objectives were to be achieved; and the methods
through which these means were evaluated.

Importantly, the objectives of the IAS pilot were targeted at the participant-level (#1) and
service delivery system-level (#2), as follows:

1. To enhance the quality of life of participants through a self-determined
approach to service planning and delivery.

The IAS pilot supported this objective through the following activities:

e Case management, navigation, and coordination of services for participants.
¢ Identification of gaps and barriers to services and development of individual
service plans.

Success related to this objective was to be demonstrated by the following changes in
participants:

» Increased participation in their service planning.

> Increased satisfaction with their services.

» Enhanced quality of life, as defined and assessed by their own voices and
opinions.

Assessment of these activities and changes was to be conducted by the following
means of measurement and data:

e Aggregated, anonymous process and outcome evaluation data collected from
participants through pre- and post-intervention interviews and confidential
surveys.



2. To enhance the adult services system for persons with both a medical
diagnosis and complex disability.

The IAS pilot supported this objective through the following activities:

e Provision of independent expertise, direction and oversight of the development
and implementation of the IAS pilot by the IAS pilot’s steering committee.

e Development of a literature review reflective of best practices by the IAS pilot’s
researcher (St.Amant Research Centre).

e Engagement with communities, for purposes of gathering input from persons with
lived experience of disability.

e Development of reports that provide evidence-informed recommendations that
reflect the lived experience of disability.

Success related to this objective was to be demonstrated by the following changes in
the service delivery system:

> Increased coordination and integration of services.

» Decreased gaps and barriers to services.

Assessment of these activities and changes was to be conducted by the following
means of measurement and data:

e Aggregated, anonymous process and outcome evaluation data collected from
participants, service providers, and persons with lived experience through pre-
and post-intervention interviews, focus groups, and confidential surveys.

IAS Pilot Evaluation Framework, Methodology, and Methods
The work of the evaluation was conducted by a four-person team, led by Dr. Terra
Johnston (PhD, RSW, MSW), Principal Researcher with Chalet Point Consulting.

Research associates, Ms. Andrea Johnston (RSW, MSW) and Ms. Lindsay Storey-lliffe
(RSW, MSW), performed data collection (i.e., individual interviews with IAS pilot
participants) for the outcome evaluation.

Stakeholder engagement was conducted by Ms. Jennifer Sande (MPA), accessibility

and inclusion expert and team lead for accessible engagement with Chalet Point
Consulting.

Human Rights Impact Assessment Framework



Given the IAS pilot was grounded by a precedent-setting human rights settlement, the
evaluation of this initiative was informed by a Human Rights Impact Assessment?
(HRIA) Framework. This HRIA framework ensured the IAS pilot was evaluated on how it
upheld/did not uphold the human right to accessible services for the pilot participants.

Further, engagement activities (e.g., question focus, data analysis) also reflected a
HRIA framework to determine the extent to which the service systems of Manitoba
upheld/did not uphold the human right to accessible services for persons with
disabilities who were eligible for the IAS pilot but were not selected for same.

Methodology

In philosophical alignment with the HRIA Framework, the evaluation of the IAS pilot
reflected the methodology of Participatory Action Research* (PAR). PAR is an inclusive
type of research in which all participants contributed to the development and
implementation of the evaluation, as well as the development and review of evaluation
materials and reports, including ways of dissemination. PAR, as a research
methodology, promotes the goals of collegiality, trust, and mutuality.

Evaluation Questions

The broad parameters of the evaluation of the IAS pilot were informed by the IAS pilot
steering committee, through which key commitments were made, including the following
evaluation questions:

e Did participants experience and express improved quality of life as a result of the
project activities?

e Did the recruitment and screening process involve participants that come from
diverse backgrounds, age, gender identity, housing, and support situations, and
did the project highlight a variety of gaps and needs? And were these gaps and
needs used throughout to help inform the project?

e Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

¢ Did participants experience a timely, robust, empowering, and comprehensive
discovery and assessment process that identified their needs, wills, priorities,
and perspectives?

e Were participants’ needs met using a variety of means and activities that can be
replicated and sustained outside of the pilot project?

3 To learn more about HRIA, visit here
4 To learn more about PAR, visit here


https://unglobalcompact.org/library/25
https://www.participatoryactionresearch.net/

e Were a variety of voices and opinions of stakeholders with lived experience of
disability and engaging with services throughout Manitoba well represented and
heard throughout the project?

e How was best practice information from the pilot researcher (i.e., St. Amant
Research Centre) used to inform the pilot project?

Further Goals of the Evaluation

The goals of any evaluation are to increase the knowledge base; guide decision-
making; demonstrate accountability of program and practice objectives; and assure that
service users’ needs are met in a way that adheres to the service philosophy of the
initiative.

In addition to these broad goals, our evaluation also addressed the following:

e What are the service needs of adults with both a medical diagnosis and complex
disability across Manitoba? (This question was explored through two rounds of
engagement conducted by Ms. Jennifer Sande, team lead for engagement with
Chalet Point Consulting.)

e What are best practices in service delivery for adults with both a medical
diagnosis and complex disability? (This question was assessed through a
comprehensive literature review by the IAS pilot researcher of the St. Amant
Research Centre.)

Data Collection Methods and Timelines

The findings report for the IAS pilot was required by the pilot funder, the Government of
Manitoba, by October 2025. To achieve this deliverable, a high-level timeline for data
collection was developed by the IAS pilot steering committee and is presented in Table
1 below. Included in this timeline are the pre- and post-intervention data collection
cycles for the outcome evaluation; two rounds of data collection cycles for the process
evaluation; and two rounds of data collection cycles for engagement with stakeholders.

Table 1: Timelines for data collection cycles

July November March November April
2023 2023 2024 2024 2025
to to to to to
September January May 2024 January July
2023 2024 2025 2025
Process
evaluation Round One Round Two
data collection
cycle




Outcome
evaluation Pre-

data collection | intervention
cycle (baseline)

Post-
intervention

Engagement
data collection Round One
cycle

Round Two

As detailed previously, the broad parameters of the evaluation of the IAS pilot were
informed by the IAS pilot steering committee, through which key commitments were
made, including seven evaluation questions.

Two of the evaluation questions were explored and answered through the outcome
evaluation (questions 1 and 3); and several questions were addressed through the first
and second rounds of the process evaluation (questions 2, 3, 4, 5, 6, and 7).

Table 2 identifies the seven evaluation questions and illustrates through which
evaluation they were explored and answered.

Table 2: Evaluation Questions and Corresponding Evaluation Components

Evaluation Question Evaluation to Address Question

1. Did participants experience and express improved | Outcome (pre- and post-
quality of life as a result of the pilot activities? intervention)

2. Did the recruitment and screening process involve | Process (round one)
participants that come from diverse backgrounds,
age, gender identity, housing, and support
situations, and did the pilot highlight a variety of
gaps and needs? Were these gaps and needs
used throughout to help inform the pilot?

3. Did the range and effectiveness of the activities Process (round one and two)
and interventions employed by assigned staff Outcome (pre- and post-
support participants? intervention)

4. Did participants experience a timely, robust, Process (round one)
empowering, and comprehensive discovery and
assessment process that identified their needs,
wills, priorities, and perspectives?

5. Were participants’ needs met using a variety of Process (round one and two)
means and activities that can be replicated and
sustained outside of the pilot?




6. Were a variety of voices and opinions of Process (round one and two)
stakeholders with lived experience of disability
and engaging with services throughout Manitoba
well represented and heard throughout the pilot?

7. How was best practice information from the pilot Process (round one and two)
researcher (St.Amant Research Centre) used to
inform the pilot project?

Research Findings

Separate and apart from the evaluation and engagement work conducted by Chalet
Point Consulting, a research component was performed by the IAS pilot researcher, the
St.Amant Research Centre. The goal of this research was to explore best practices in
service delivery for adults with both a medical diagnosis and complex disability. The
abridged summary of research from St.Amant Research Centre is included as
Appendix F in this report. Where possible, the findings from this research are
connected to the findings from the IAS pilot evaluation and engagement, for purposes of
validating the evaluation and engagement findings and identifying best practices that
address these findings. These connections are found in the Connection of Findings to
Research section.

Engagement Findings and Themes

As stated earlier, the goal of engagement was to explore the service needs of adults
with both a medical diagnosis and complex disabilities across Manitoba by gathering the
perspectives of persons living with disabilities from across the province. To this end,
participants of engagement sessions (adults with disabilities and their family
members/family caregivers) shared their lived experiences regarding gaps and barriers
in accessing disability-related services.

Table 3a and 3b provide data collection details concerning this community engagement
work.

Table 3a: Engagement Round Summary

Round One November 2023 to February 2024 | 6 sessions 70 individuals
(4-month window)

Round Two October 2024 to February 2025 6 sessions 140 individuals
(5-month window)

Total November 2023 to February 2025 | 12 sessions 210 individuals
(9-month window)

Table 3b: Engagement Round Details
Round One 2 video-based sessions 7 individuals
2 Winnipeg sessions 23 individuals
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1 Dauphin event 21 individuals
1 Brandon event 19 individuals
Sub-total 70 individuals
Round Two 2 video-based sessions 33 individuals
1 Winnipeg session was held, attended by 13 individuals
1 Steinbach event was held, attended by 13 individuals
1 Brandon event was held, attended by 71 individuals
1 Thompson event was held, attended by 10 individuals
Sub-total 140 individuals
Total 210 individuals

The two rounds of engagement were led by Ms. Jennifer Sande, accessibility and
inclusion expert and team lead for accessible engagement with Chalet Point Consulting.

Importantly, the engagement work ensured perspectives of persons living with
disabilities were gathered from across the province, including the following urban, rural,
and northern communities: Winnipeg, Brandon, Dauphin, Thompson, and Steinbach.
Additionally, several engagement opportunities were offered virtually with representation
of participants from across Manitoba.

In terms of promotion, engagement sessions were advertised to the public using a
variety of social media; traditional media (newspaper and radio); and emailed invitations
to the public, circulated among disability-serving organizations. Additionally, a variety of
daytime, evening, and weekend events were offered, as well as video-based and in-
person formats.

Moreover, several engagement sessions were co-hosted with disability-serving
organizations (e.g., Cerebral Palsy Association of Manitoba, Family Advocacy Network,
Manitoba Possible) to reach stakeholders connected to local service providers.

The engagement sessions were fully accessible, with accommodations provided to
individuals, as required. In total, the perspectives and lived experiences of 210
individuals were gathered.

Themes from the two rounds of engagement are presented as follows. These themes
are ordered by degree of corroboration from across the two rounds of engagement (i.e.,
themes are ordered first, if they are grounded by findings from both rounds of
engagement). Detailed report of findings from the engagement are found as Appendix
A and Appendix B in this report.

*Please note these themes reflect the lived/living experiences of engagement
participants collected within the time periods of two rounds of engagement (round one:
November 2023 to February 2024; round two: October 2024 to February 2025). As
such, they may not reflect policy changes and/or resource investments that have been
implemented following the collection of this lived/living experience.

11




**Additionally, the gathered lived/living experience reflects the perspectives, opinions,
and beliefs of the engagement participants. The following themes represent lived/living
experience; they are not meant to represent a system-wide analysis of the adult
disability services system. We recommend such analysis be considered as a next step
in the work of the pilot.

1. Barriers to the Adult Disability Services System

According to engagement participants (round one and two), the current eligibility
protocol for Manitoba’s adult disability services system, Community Living DisABILITY
Services (CLdS), presents a barrier for persons with disabilities who do not meet its
criteria.

As told by engagement participants representing rural Manitoba, several concerns with
eligibility barriers to CLdS were raised, especially for individuals with acquired brain
injury, seizure disorder, or other medical conditions that prevent persons from safe and
independent living in the community. These individuals stated they were not eligible for
CLdS supports, including supported housing. As such, they fear they will be forced to
live in the hospital or in personal care homes—housing options that are not their
preferred choice of housing. Additionally, these housing options are often more
expensive.

Further, many engagement participants stated their disappointment that equipment
costs that had once been covered when they/their loved ones were under 18 years old
were no longer covered once they became adults (e.g., new seat cushions for
wheelchairs, transportation equipment). This disparity between children’s disability
services and adult disability services was a common theme cited by participants across
all engagement sessions, with many suggesting the barriers and gaps experienced in
the adult disability services system could be redressed by adopting the funding and
service approaches of the children’s disability services system.

2. Inadequate Income Supports

According to engagement participants (round one and two), more funding is needed to
meet the basic needs of persons with disabilities such as accessible housing;
transportation; specialized diets; para-health services; and the additional living
expenses that persons living with a disability incur.

Additionally, engagement participants noted income support programs like EIA need to
be more flexible to better meet their needs and the needs of persons with disabilities.
The majority of engagement participants stated that financial assistance has been
inadequate to support access to necessary para-health services such as physiotherapy,
occupational therapy, and speech therapy, as well as health products (e.g.,
incontinence supplies).
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Further, many individuals we heard from, who earn a part-time income, have
experienced claw backs of income and/or the loss of benefits (at time of data collection).

As well, many engagement participants noted that their funding support allocated for
dental, eye-care, and other extended health benefits has not been sufficient enough to
pay current cost rates, which has made finding quality, accessible healthcare providers
who are willing to provide services at a reduced cost rate very challenging.

Moreover, engagement participants suggested the cost of respite services is higher
than the provincial benefit provided to individuals. As such, for many of the engagement
participants we heard from, they have paid out of pocket for the mileage expenses of
their respite workers.

Additionally, engagement participants noted their frustration with respite services first
having to be paid out of pocket by individuals. According to these participants,
reimbursement to them takes 30 days, resulting in a financial strain that overburdens
them, given the additional living and care expenses associated with their disability.

3. Future Care Planning for Families

According to engagement participants (round one and two), many parents have
provided regular support for their adult children to help them live independently. In their
experience, their adult children have not qualified for public assistance and, as such,
have been supported by their parents/family caregivers. However, as these
parents/family caregivers age, they worry that they will no longer be able to provide
such care. With time, they note that their adult children will one day require future care
and support through the province’s adult disability services system. As such, planning
for this inevitable influx should begin early to promote a more seamless transition for
these adult children, and to ensure Manitoba’s adult disability services system is
resourced appropriately.

4. Home Care Needs and Care Provider Training

Many engagement participants (round one and two) stated that they have not had
enough access to home care, nurses, and direct support professionals. Further, of the
current complement of care providers, many require more training. Many engagement
participants also stated that they have experienced a lack of service providers who
deliver services in rural communities. As such, those who live in rural Manitoba must
often commute to Winnipeg for services, a costly and time-consuming burden.

Additionally, engagement participants stated that home care is an important service for
many Manitobans who live with disabilities. Unfortunately, many engagement
participants stated that they have experienced a lack of sufficient home care hours and
home care providers to meet their need for assistance, especially for those who live in
rural Manitoba. Further, they stated that a lack of consistent care providers has
burdened them as they are often required to use their often-limited energy and time to
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provide ongoing training for their care providers. Moreover, several engagement
participants stated that the option of self-managed home care has not often been
available to them, especially those who live in rural Manitoba or do not have strong
family supports.

Last, several engagement participants noted their frustration with a requirement that
they need to have a backup plan in place, in order to receive home care services. As
told to us by these individuals, their experience related to this requirement has
presented a barrier to access, especially for those who do not have family or social
supports (individuals who are most at need for home care supports).

5. Disability Service Needs in Rural Manitoba and the Impact of Travel Expenses
Incurred by Individuals Living Outside of Winnipeg

According to engagement participants (at time of data collection) (round one and two),

many disability services have been unavailable in rural Manitoba (e.g., Dauphin,

Brandon), such as occupational therapy, physiotherapy, and wheelchair repair. As told

to us, many service providers often commute to rural communities to provide needed

care to persons with disabilities (a costly approach to service delivery).

Additionally, many engagement participants indicated that public transportation options
to Winnipeg, for persons with disabilities who live in rural Manitoba, are often
inaccessible, costly, and, in many rural communities, simply unavailable.

Engagement participants representing Brandon and Dauphin stated (at time of data
collection) that most of their appointments for required para-health services, care
specialists, and wheelchair repair require them to make a round trip to Winnipeg, which
commonly take 6 to 8 hours.

6. Coordination and Integration of Service Provision

According to many engagement participants (round one and two), service navigation
and coordination of care services and programs has been an onerous task. These
individuals suggest there is poor coordination and integration among provincial
departments and non-profit organizations in Manitoba. Several engagement participants
reported that they have never met or spoken directly with their case worker. Further, in
their experience, completing application forms and providing proof of qualifications has
been onerous, with each department or organization requiring separate administrative
processes.

One engagement participant cited the person-centred approach taken in Australia in
delivering disability services. According to this participant, in the Australia model, every
person with a disability is assigned a case worker at birth or upon acquiring a disability.
This case worker provides system navigation support, program application support, and
personal advocacy as needed. Upon describing this program, several engagement
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participants stated that this type of personalized care and support was an approach they
wished they had.

7. Transition to Adulthood Supports and Services

According to several engagement participants (round one and two), the School
Transitions Protocol®, aimed at smoothing students' transition from school to adult life,
has faced accountability issues and insufficient funding from the Department of
Education, hindering its effectiveness. Several engagement participants who are
parents of adult children with disabilities, stated that they worry about post-school plans
as their child nears adulthood. They cited worries related to limited support in adult
employment services; long waitlists for crucial assistance like resume writing; and
challenges faced by individuals with specific needs (e.g., mobility issues) in finding
suitable employment opportunities.

According to several engagement participants, accessibility services available to
students with disabilities decreased once they entered high school grades. For
example, we heard that some high schools in rural communities have not offered
speech therapy or occupational therapy. Further, several engagement participants
stated their concern with a lack of life skills education programs in schools.

For example, some engagement participants from rural communities stated that the
inclusion goals of schools once achieved years ago have since gone unmet. It was
suggested that students with disabilities in these schools require more services and life
skills education, beginning at an early age and continuing throughout high school.

Additionally, many engagement participants suggested there is a lack of accountability
and capacity concerning the school transition protocol, as they believe that the
provincial Department of Education has not sufficiently resourced schools to fully ensure
the protocol has been followed.

8. Dignified Housing Options

According to several engagement participants (round one and two), they believe the
current state of housing (at time of data collection), including supported and
supportive/assisted living® for individuals with disabilities in Manitoba is deeply
concerning, raising issues of dignity, rights, and quality of care. Several family
participants described their struggles to visit their loved ones due to cramped conditions
in group homes and disruptive environments. According to these participants, issues

5 Find protocol here

8Supported housing refers to housing and support services that are separate, with
support coming from external, third-party organizations. Supportive housing is a single
program where housing and support services are integrated, with services provided on-
site.
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related to inadequate staff training and facility space contribute to an institutionalized
atmosphere, rather than a nurturing one.

Further, many engagement participants stated that they believe there is inadequate
funding for home modifications (e.g., ramps, lifts); indeed, many participants stated that
they did not receive any funding support for necessary home modifications. Further,
some engagement participants suggested that a lack of accessible housing options
and/or home modifications to remove accessibility barriers, have forced some
individuals into personal care homes.

9. Support for Family Caregivers

Some engagement participants (round one) stated that a positive result of
deinstitutionalization has been that more people with disabilities are living in the
community. However, these same engagement participants also noted that many
parents and family members have been called upon to support their adult child or loved
one to live independently (e.g., helping to manage care plans or providing services
themselves), and, as it was suggested, these family caregivers may need more help in
carrying out such roles.

Many engagement participants worried that parents who are the primary caregivers for
their children have experienced burnout. Further, they suggested, respite care is difficult
to access due to a lack of staffing. As such, parents and siblings have often played the
unpaid role of caregivers. It was suggested that these family members/caregivers need
reliable support like home care and respite to avoid burnout.

Additionally, several engagement participants expressed disappointment that as family
members/family caregivers, they have not been allowed to hire other family members to
provide respite care to fill the gap in respite capacity across the province. Further, they
suggested that a lack of home care and skilled nursing staff in rural areas is particularly
low.

Some engagement participants stated that the expectation on family members to
provide care for their loved ones is unrealistic. As told to us, many family members with
full-time work obligations have experienced feeling burdened by the care needs of their
loved ones. Moreover, it was suggested that many of these family members are
retired/retiring and, as they age, are coping with their own increasing medical needs.
These engagement participants have felt increasing stress about what will happen to
their child when they (the parents) inevitably pass away.

10.System Navigation Services to Connect People to Resources

Many participants (round one) stated that identifying and accessing publicly available
services and programs can be challenging. As explained to us, for people living with
disabilities, the energy and ability needed to research and navigate the complex rules
and requirements may be limited. Service navigators, as it was suggested, would help
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many individuals who are experiencing difficulty in navigating the school system; the
transition to adulthood and the adult services system; Employment Income Assistance,
and other income/living expense-related benefits.

Further, several engagement participants noted that a lack of system navigation may
also limit access to full participation and inclusion in the community for persons with
disabilities, especially those who do not have strong family supports.

11.Public Buildings and Spaces

According to some engagement participants (round one), the lack of accessibility in
public buildings and spaces has added another layer of barriers to accessing public
services. These participants suggested that an audit of physical accessibility in
Winnipeg and rural communities should be undertaken to demonstrate the extent to
which public services are inaccessible to persons with disabilities.

An example provided to us (at time of data collection) was that a provincial building that
provides services for wheelchair users was inaccessible (it did not have an automatic
door). Further examples included hospitals without accessible washrooms or accessible
main entry doors; schools without accessible entry doors within the building; medical
and MRI service settings that did not have a mobility lift; and a lack of accessible
parking stalls at public buildings.

12.Manitoba’s Wheelchair Services

Several participants (round one) who are wheelchair users stated that a functioning and
safe wheelchair is critical to living in the community. However, they cited (at time of data
collection) several challenging experiences with wheelchair repair and maintenance. As
told to us, because the mobility needs and bodies of individuals age and change over
time, modifications to wheelchairs must be facilitated in a timely manner to ensure
quality of care for wheelchair users. As stated by one participant, wheelchairs do not
last forever; they need to be replaced after years of daily use.

Further, many engagement participants stated that the waitlist (at time of data
collection) for repair service and regular wheelchair maintenance has been too long.

13.Provincial Advocacy for Persons with Disabilities and Family Caregivers
According to several engagement participants (round one), individuals with disabilities
have faced challenges advocating for themselves due to various barriers like chronic
pain and fatigue, and needing assistance with reading and paperwork. One
engagement participant, a person with a brain injury, stated feeling unfairly treated by
their insurance carrier, but does not have the support they need to self-advocate
effectively. Several engagement participants suggested the significant disadvantages
experienced by persons with disabilities who do not have family caregivers to help them
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and advocate alongside them. To this end, several participants suggested a provincial
advocate was needed to support these individuals.

Some engagement participants (i.e., parents of an adult child with autism) stated they
have struggled to access specialized care in their home community and worry about the
future of their child without adequate support. These parents indicated that they were
experienced with and connected to the service system but still expressed struggles in
advocating for the needed supports for their adult child.

Further, some engagement participants suggested that a provincial advocate, arms-
length to service provision, is needed, separate and apart from the public guardian and
trustee. As was stated by one respondent, an advocate for enhanced services or
greater access to services, cannot also be the gatekeeper to such services.

To this end, some engagement participants suggested that a provincial advocate should
be publicly funded to ensure equitable, province-wide support, but must also be seen as
non-government affiliated, much like the Manitoba Advocate for Children and Youth or
the Manitoba Ombudsman.

14.Mental Health Supports for Persons with Complex Disabilities

According to several engagement participants (round two) there have been significant
barriers in accessing mental health support for individuals with intellectual or
developmental disabilities. These participants suggested that those eligible for CLdS
are often denied access to mental health services, and that there has been a lack of
coordination between the Department of Families and Department of Health. This, they
suggest, has resulted in many individuals with co-occurring mental health and disability
needs falling through the cracks.

15.Regional Representation in Provincial Funding Discussions

According to some participants (round two), there are rural-based organizations that
have not had regional representation at provincial funding discussions. They suggested
that the process (at time of data collection) requires an organization to submit a budget
to the province with an assessment of the number of staffing hours needed to support
each person. As such, this may leave some organizations under-staffed, should the
province reduce that organization’s budget. Several participants suggested regional
representation may help the province to better identify the budget needs of
organizations.

16.Residential Model and Home Share Budget Issues

As indicated (at time of data collection) by some participants (round two), the budget for
a residential model is shared across supported individuals. As told to us by some
participants, if one individual moves out of the home or passes away, the province has
reduced the funding for the home even though the home still requires the same number
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of shifts over 24 hours. To this end, as told to us, the organization is left having to find a
way to fill such funding gaps.

Further, some engagement participants suggested that funding models (at time of data
collection) are not indexed to inflation, nor do they consider increases in the cost-of-
living. As well, safety and hygiene supplies (e.g., gloves and pads) to perform personal
care are often not included in funding to disability-serving organizations.

17.Mitigation Strategies for Workforce Challenges in Disability Services Sector
Several engagement participants (round two) raised concern over the workforce
challenges faced by the disability services sector, including inadequate funding, lack of
training, quality standards for staff, and significant wage disparities compared to the
healthcare sector. These issues, as told to us, have contributed to high staff turnover
and have impacted the quality of services provided to individuals with disabilities.

Some participants representing healthcare service providers suggested that there is an
increase in the amount of paperwork they are expected to perform.

Further, some participants representing healthcare service providers stated that their
jobs are becoming less attractive. They suggested there has been an increase in the
numbers of people leaving such jobs because the work has become more challenging
due to increasingly complex care needs and a shortage of staff. One such
representative indicated feeling moral distress after their patient was denied access to
the equipment that they prescribed after a detailed evaluation.

Findings from the two rounds of engagement are also presented in the Compilation of
Findings and Recommendations section.

Overview of the Process Evaluation

The purpose of the process evaluation for the IAS pilot was to assess the operational
aspects of establishing and implementing the initiative, including, but not limited to the
following aspects:

Structure, operations, and leadership

Community engagement, collaboration, and communications
Decision-making and conflict resolution

Training and professional development

Accessibility, inclusion, and diversity

VVVVY

Importantly, the process evaluation also explored how the operational and service
delivery aspects of the IAS pilot were experienced by pilot participants (and their loved
ones/family members, where applicable). However, an exploration of participants’
experiences with the pilot was more thoroughly investigated through the outcome
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evaluation, and the results of same are found in the Qutcome Evaluation Findings
and Recommendations section.

Using a mixed methods design (quantitative and qualitative methods), the process

evaluation included focus groups, key informant interviews, and confidential on-line
surveys administered to persons receiving services, family members, IAS steering

committee members and stakeholders, and IAS service provider staff.

Collection of process evaluation data was conducted through two rounds. Data from
round one was collected between March and May 2024 and data from round two was
collected between April and July 2025. Findings from round one were first presented in
the Interim Report, released September 2024, and are provided, again, as Appendix C.
Findings from round two are, for the first time, presented in this report, and found as

Appendix D.

This section provides an integrated summary of the process evaluation findings from
both round one and round two.

Table 4 provides data collection details related to the two rounds of data collection for
the process evaluation.

*A more robust data collection was conducted in round one of the process evaluation,
due to the additional operational aspects of the pilot in its early phase (e.g., selection,
discovery and assessment).

Table 4: Process Evaluation Rounds One and Two

Round One March 2024 to May 2024 | 8 focus groups 52 individuals
(8-month window) 8 surveys

Round Two April 2025 to July 2025 2 focus groups 27 individuals
(4-month window) 5 surveys

Total March 2024 to July 2025 | 10 focus groups 79 individuals
(7-month window) 13 surveys

Process Evaluation Findings and Recommendations

Pilot Participant Results
A confidential on-line survey was provided to IAS pilot participants in February 2024, as
part of round one, which 11 participants completed.
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For round two of the process evaluation, a confidential on-line survey was again
provided to IAS pilot participants in July 2025, which 8 participants completed.

As previously reported in the Interim Report, released September 2024, the results of
the round one survey suggest numerous successes related to the launch and early
phases of the IAS pilot, ordered from highest (5.0) to lowest score (1.0).

In summary, factors of friendliness, accessibility, and transparency were rated highest,
while timeliness was rated the lowest.

Friendly and welcoming recruitment process (4.7)

Accessible recruitment process (4.33)

Transparent recruitment process (4.30)

Transparent. discovery and assessment process (4.30)

Friendly and welcoming discovery and assessment process (4.18)
Accessible discovery and assessment process (4.18)

Timely discovery and assessment process (4.0)

Timely recruitment process (3.7)

Recruitment, Discovery and Assessment: Related to the recruitment process and the
discovery and assessment processes, pilot participants provided a range of
perceptions, with much positive feedback. Overall, pilot participants reported a
favourable assessment of the recruitment process, with respondents stating it was
friendly and welcoming, transparent to them, and accessible. However, they were less
favourable in rating the timeliness of the recruitment process.

Person-centred Services: In response to open-ended questions regarding if/how the
pilot is meeting their needs, pilot participants provided feedback in their own words,
much of which presented as a positive assessment. The strengths cited by the
respondents included receiving more support and flexibility in support (e.g., home care
hours) to meet their needs and foster independence; receiving more advocacy from IAS
staff to find appropriate resources; and experiencing supportive and friendly
relationships with IAS staff.

Importantly, there were several limitations cited by the respondents, which included:
continued frustration with perceived inflexibility of supports (e.g., financial benefits); poor
timeliness in responding to participant requests; and a perceived lack of coordination
among service providers within the adult services system, in contrast to the children’s
disability services system.

In round two of the process evaluation, eight pilot participants completed an anonymous

on-line survey. The results from these participants suggest a favourable review of the
pilot, with most participants indicating that the services they received were person-
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centred, flexible, and contributed to their improved quality of life. The following quotes
illustrate this finding:

“They helped get me more hours from home care. They always come out, they
have ideas.”

“Definitely, that is a benefit [of person-centred services], all tasks | request are
done willingly, often over and above what | ask, with no questions asked. When
my support person leaves, she leaves with a question: is there anything else |
can do for you? It’s a relief | have that support, something | can depend on, to
which | am very grateful.”

“Not having family close, and not wanting to rely on friends for help, this is just
what | need for daily living.”

Further assessment of the person-centredness of services and the impact of the pilot on
the quality of life of participants is explored in the Outcome Evaluation Findings and
Recommendations section.

Steering Committee and Service Providers Results

For round one of the process evaluation, a confidential on-line survey was provided to
all IAS steering committee members (both government representatives and community
representatives), as well as IAS pilot service providers’, in February 2024, which 11
completed. Additionally, many of these stakeholders participated in focus groups to
discuss their experiences with the operations of the pilot.

For round two of the process evaluation, a confidential on-line survey was provided to
IAS steering committee members and service providers in July 2025, which 9
completed. Additionally, several of these stakeholders participated in focus groups to
discuss their experiences with the operations of the pilot.

As previously reported in the Interim Report, released September 2024, the results of
the round one survey suggest numerous successes, as well as several
limitations/weaknesses, related to the launch and early phase of the IAS pilot, ordered
from highest (5.0) to lowest score (1.0).

In summary factors of representation of stakeholders and lived experience, person-
centred considerations of services, accessibility, and friendliness were rated highest,
while timeliness, replicability, and sustainability were rated lowest.

e Good representation of stakeholders throughout the pilot (4.25)
e Person-centred services delivered through the IAS pilot (4.25)
e Good representation of lived experience throughout the pilot (4.23)

" IAS pilot service providers refers to the WRHA case coordinator and program
manager, and the Manitoba Families case coordinator and program manager.
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Accessible recruitment process (4.18)

A good variety of means and activities to support participants’ needs (4.17)
Friendly and welcoming recruitment process (4.0)

Friendly and welcoming discovery and assessment process (4.0)
Transparent recruitment process (3.82)

Timely recruitment process (3.73)

Timely discovery and assessment process (3.73)

Accessible discovery and assessment process (3.55)

Fair application of best practice research to inform the pilot (3.25)

Fair replicability of the pilot's means and activities after the pilot concludes (2.82)
Fair sustainability of the pilot’s means and activities after the pilot concludes
(2.73)

Recruitment, Discovery and Assessment: Related to the recruitment process, most
steering committee members and service providers indicated limitations, namely that
more advertising and promotion should have been done by government partners in the
recruitment process.

In recognition of complicating factors such as election-related black-out periods that
precluded government advertising; and barriers to accessing government email
databases of Manitobans receiving services and/or a lack thereof, respondents felt
community representatives of the IAS steering committee did a significant share of the
recruitment efforts. While this community-based support mitigated limitations in
government partners’ efforts in recruitment, it was largely felt that there was an over-
reliance on community networks concerning recruitment and promotion of the pilot.

Selection Process: Most respondents assessed the selection process with several
strengths, namely that the selection of participants from the applicants received was
conducted in a way that followed good practices in randomization, in balance with
representation factors (e.g., gender, age, needs).

Importantly, most community representatives indicated one main limitation, namely that
the geographical parameters of the pilot were limited to those within the WRHA
catchment (i.e., did not include those in rural or northern Manitoba).

Discovery and Assessment Processes: Most respondents felt the discovery and
assessment process reflected several strengths; however, some community
representatives identified limitations, namely that they felt the process should have been
supported by best practices literature, gathered by the IAS pilot researcher.

Additionally, one respondent suggested the difficulty participants may have experienced

in identifying their hopes and goals for the pilot, as they may not have fully experienced
a person-centredness approach in their past service/care.
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Collaboration and Decision-making Processes: In general, most community
representatives identified several limitations with the collaborative nature of the pilot,
namely that they did not feel their input and preferences were fully considered by
decision-makers for the pilot.

At the root of these challenges was a differing understanding of the goal of the pilot and
the role of the steering committee members. In essence, government representatives
expressed their intent to facilitate sustainable enhancements to service delivery within
the current system of adult disability services. In contrast, community representatives
expressed a desire to trial and test new approaches in service delivery, informed by the
needs of pilot participants, that could then be used to re-design the current system of
adult disability services. This differing of goals (refine versus reform) underpinned
challenges in consensus-based collaborative decision-making throughout the pilot
duration.

Further, an on-going challenge in the operations of the steering committee relates to the
differing perspectives of government representatives and community representatives.
Community representatives had difficulty accepting the slow processes of
communications and protocols for decision-making within a government setting. And,
while government representatives acknowledged that such challenges could be
frustrating, they viewed these issues as common constraints of their work environment.
The following quotes illustrate this finding:

“We recognize the frustration, but these processes take time to navigate
appropriately.” (government representative)

“Legislation sets the framework—we can’t simply bypass it for creative solutions.”
(government representative)

Further, a differing understanding of the role of the steering committee members
resulted in frustrations and limitations concerning the operations of the pilot. Some
community representatives described their understanding of the steering committee as
one akin to a model of collaborative decision-making wherein members of a committee
work together to share and assess client information (e.g., service needs) and develop
responsive action plans that address client needs. To this end, some community
representatives did not appreciate how they could perform their responsibilities as
steering committee members without access to participants’ service needs.

In contrast, most government representatives in general did not view the steering
committee as a collaborative decision-making model. As such, they did not believe
community representatives of the steering committee should have access to
participants’ information, including anonymized information. This differing of
understanding on the role of the steering committee underpins many of the challenges
in the operations of the pilot.
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The Terms of Reference and Pilot Charter for the steering committee delineates the
purpose, roles and mandates for the IAS Team, an internal government committee
staffed with one WRHA nurse coordinator and one case coordinator from the
Department of Families; and the steering committee, committee comprised of
community and government representatives. These materials are found as Appendix
E.

Importantly, the purpose of the steering committee, per its Terms of Reference, includes
a responsibility to respond to participant needs (see underlined text in Table 5), though
the Terms do not articulate how steering committee members should assess such
needs (i.e., through access to participants’ service needs information or through other
means). As such, we believe there is ambiguity in the Terms concerning the role of
community representatives, and this ambiguity may well explain the differing of
understanding concerning the role of steering committee members between
government representatives and community representatives.

Table 5: Excerpt from Terms of Reference for Steering Committee

Purpose: The purpose of the steering committee is to provide independent expertise,
direction and oversight of the development and implementation of the IAS Pilot
Project. The steering committee is an integral element of the IAS Pilot Project. The
IAS Team (as defined above) is responsible for service delivery and coordination.
The steering committee will ensure that the IAS Pilot Project is responsive to needs
and gaps in supports and services as identified by individuals with lived experience
accessing supports and services for adults with a medical diagnosis and complex
disability-related needs and their families. The steering committee will ensure that the
IAS Pilot Project, as a response to these needs and gaps, is conducted in a manner
reflective of best practice and of input provided by impacted individuals and
communities.

Given our opinion of this ambiguity, it is not surprising that government representatives
and community representatives expressed differing expectations concerning access to
participants’ experiences and needs concerning their involvement with the pilot. This
ambiguity provides an explanation for why many community representatives understood
their role to include a collaborative decision-making component. Government
representatives, in contrast, believed this responsibility to belong to the IAS Team, not
the steering committee.

To this evaluator, both perspectives are correct given the ambiguity in the Terms of
Reference. Moving forward, a more explicit and clearer delineation of roles and
responsibilities for community-government committee work is imperative.

The following quotes illustrate this finding:
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“There were no true barriers to sharing de-identified information. | think nerves
and anxiety from government prevented transparency.” (community
representative)

“I never got a sense of who we were helping. We asked over and over again and
were always told no [we couldn’t see participant information] because of privacy.”
(community representative)

“We should have been given the opportunity to get to know those 30 participants.
| would have signed something to keep their information confidential.”
(community representative)

“The steering committee met too often, focused on the details and wanted to
know personal information. The steering committee should have developed more
clear terms of reference. Unlike a formal board, a steering committee is more
flexible and operates in a way that suits the specific needs of the company or
project. Their role is to provide strategic direction without getting deeply involved
in the day-to-day details.” (government representative)

“I think they [community representatives] had concerns that we might be hiding
behind confidentiality agreements, and that people in pilots should just agree to
have their information shared.” (government representative)

“We sent, shared, copious amounts of anonymized information, but it was not
enough [for community representatives].” (government representative)

“My concern would be if we were bringing individual cases in detail to the
steering committee, then the steering committee is providing case
management...and that was not the role of the steering committee.” (government
representative)

“Role clarity should be clearly understood by all parties prior to the start of any
pilot project and should be well stated in the MOU and project charter.”
(government representative)

Power Imbalances: According to their feedback, government representatives
recognized that community representatives experienced significant frustration
concerning their role with the steering committee. In particular, government
representatives understood that community representatives experienced a power
imbalance in the operations of the steering committee, with regard to setting agendas,
prioritizing action, recommending possible solutions, and sharing of pilot participant
information.

Indeed, community representatives expressed this power imbalance as one of the most
significant challenges to the operations of the pilot. Further, community representatives,
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especially those with lived experience, expressed feeling disappointed in their
experience with the pilot, in contrast to their initial hope that the pilot would ensure a
new way, informed by their lived experience, to co-develop enhanced approaches to
service delivery. The following quotes illustrate this finding:

“As community members, we were just tokens there. Even government reps at
the table didn’t have decision-making power.” (community representative)

“This started as a human rights complaint. It was supposed to be client-centred,
but it never felt that way.” (community representative)

“We gave them a list of creative solutions and then spent months workshopping
them—only to be told they couldn’t happen.” (community representative)

Despite their sympathetic understanding of such issues, government representatives
did not believe they were in position to mitigate these challenges for community
representatives. Rather, government representatives believed it was their responsibility
to uphold risk management priorities and privacy legislation, in balance with the
community representatives’ direction to develop and implement new approaches to
case management. The following quotes illustrate this finding:

“These decisions ultimately rest at a higher level than this table.” (government
representative)

“We are accountable to Treasury Board and cannot make exceptions lightly.”
(government representative)

“We need to ensure whatever is put in place is sustainable within existing
resources.” (government representative)

Person-centred Services: Many respondents identified several strengths, including the
co-location of IAS service providers/staffé, and collaboration and flexibility in decision-
making, including the ability to provide additional home care hours to participants.
However, most respondents identified concerns that these person-centred approaches
would not be replicable or sustainable following the duration of the pilot without
additional resources and concerted efforts. These favourable services require system-
level action planning (e.g., policy changes, funding increases) should they be continued
post-pilot.

Sustainability and Replication: The issue of sustainability and replication was mostly
explored in round two of the process evaluation. Findings from round two showed that
government representatives repeatedly highlighted scalability as a barrier to adopting

8 References to IAS service providers/staff relate to the IAS case coordinators.
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initiatives post-pilot. While they saw value in individualized case management, they
expressed doubt about extending such practices to the broader system without
additional resources. As stated in the previous finding (person-centred services), the
services of the IAS pilot will require system-level action planning should they be
continued post-pilot. The following quotes illustrate this finding:

“While case management works in a pilot, scaling it across the province is a
different matter.” (government representative)

“The challenge is not whether it helps individuals, but whether it can be applied
system-wide.” (government representative)

Future Direction for the Pilot: All respondents identified several strengths of the pilot, as
identified above; however, most respondents felt that these strengths require strategic
direction, resourcing, political involvement/decision-making, and policy changes, if they
are to be sustainable post-pilot.

Importantly, none of the respondents believed the steering committee composition of
government and community representatives was effective, citing many challenges with
collaborative decision-making and the differing understandings of the role of members.
To this end, a significant shortcoming of the pilot operations relates to the collaborative
decision-making of a steering committee comprised of both government and community
representatives.

Selection Sub-Committee Results

A confidential on-line survey was provided to members of the Selection Sub-Committee
of the IAS steering committee, in February 2024, which 11 participants completed.

This component of the process evaluation was not repeated in round two, as it relates
only to round one.

As previously reported in the Interim Report, released September 2024, 84 applications
were received (61 e-forms, 23 paper applications), 60 of which were deemed to have
met eligibility criteria. Selection criteria were then used for the 60 eligible applicants to
ensure wide representation of ages, gender, ethnicity, needs, and geography.

In summary, the selection process was strong, with a good balance of representation
and randomization, an approach that was recommended by the IAS pilot researcher.
However, the exclusion of rural communities was a limitation made by several
respondents, as identified in the previous section.

Researcher Results

A confidential on-line survey was provided to members of the Research Sub-Committee
of the IAS steering committee, in February 2024, which 11 participants completed, and
a focus group was held with four of these participants.

28



For round two of the process evaluation, a confidential on-line survey was again
provided to the Research Sub-Committee in July 2025, which one participant
completed.

Per round one of the process evaluation, respondents identified several important
recommendations for how to enhance the research component of the IAS pilot,
including providing the steering committee with an orientation to research limitations
and applications; strengthening the collaborative relationship between the steering
committee and the researcher; and dedicating efforts in translating knowledge into
accessible formatting for ease of readability.

Findings from round two are limited due to the low response rate (n=1); however, it was
suggested that the improved communication processes recommended in the process
evaluation findings from round one were positively received in the later phase of the
pilot.

Assessment of the Early Phase of the IAS Pilot (Round One)

The following assessment reflects the input gathered through round one of the process
evaluation:

1. Did the recruitment and screening process involve participants that come from
diverse backgrounds, age, gender identity, housing, and support situations, and did
the project highlight a variety of gaps and needs? And were these gaps and needs
used throughout to help inform the project?

Yes, mostly.

The first part of this evaluation question can be answered by round one of the
process evaluation, while the second part is better assessed by round two. In
response to the first part of this evaluation question, findings from round one of
the process evaluation demonstrate that the recruitment and screening process
involved participants from diverse backgrounds, including age, gender identity,
housing, and support situations.

2. Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Yes, with some exceptions.

Findings from round one of the process evaluation demonstrate that the range
and effectiveness of the activities and interventions employed by assigned staff
do support many of the participants, though some pilot participants stated their
frustration with their early experience with the pilot. The outcome evaluation
explored this question in detail, with a larger sample of participant respondents.

3. Did participants experience a timely, robust, empowering, and comprehensive

discovery and assessment process that identified their needs, wills, priorities, and
perspectives?
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Yes, mostly.

Findings from round one of the process evaluation demonstrate that participants
experienced a friendly, welcoming and accessible discovery and assessment
process that identified their needs, wills, priorities, and perspectives. However,
many participants noted their frustration with the slow process for same.

4. Were participants’ needs met using a variety of means and activities that can be

replicated and sustained outside of the pilot project?

Possibly, but not without substantial additional resources.

While this evaluation question is better addressed by round two of the process
evaluation, the input from round one suggested replication and sustainability of
services for the pilot presented an issue that required attention for future
planning.

5. Were a variety of voices and opinions of stakeholders with lived experience of

disability and engaging with services throughout Manitoba well represented and
heard throughout the project?

Yes, somewhat.

The engagement work collected input from Winnipeg, Dauphin, and Brandon,
with further engagement in round two targeted to additional perspectives,
including rural communities. Further, while there was strong participation by
community members on the steering committee, a perceived power imbalance
among the government representatives and community representatives was
identified.

6. How was best practice information from the pilot researcher used to inform the pilot

project?

Minimal success to date.
Findings from round one of the process evaluation suggested strengthening the
relationship between the pilot researcher and the steering committee.

Recommendations from the Early Phase of the IAS Pilot (Round One)

The following recommendations reflect the input gathered through round one of the
process evaluation:

1.

Enhance recruitment efforts: Future recruitment efforts related to the pilot should
include concerted investments in promotion (e.g., media advertising, news release
events) and rely less on word-of-mouth networking by the disabilities community.

Broaden recruitment and selection catchment to include rural Manitoba: Future
recruitment and selection efforts related to the pilot should include applicants from
rural Manitoba.
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. Redress timeliness issues for the pilot: Efforts for recruitment, selection, and
discovery and assessment related to the pilot should be enhanced to mitigate issues
expressed by many participants related to timeliness.

. Strengthen the relationship between the pilot researcher and the steering committee:
Efforts to strengthen the relationship between pilot researcher (St. Amant Research
Centre) and the steering committee include adding a regularly scheduled research
update into the steering committee’s meeting agenda. Other suggested efforts
include strengthening the research capacity of the steering committee members
through orientation and education materials, and/or strengthening knowledge
translation materials in plain language by the pilot researcher for the steering
committee.

. Plan and resource replication and sustainability efforts post-pilot: The services
delivered through the IAS pilot were reviewed favourably, largely due to the
enhanced flexibility of eligibility criteria and the increased allotment of home care
support. These favourable services require system-level action planning (e.g., policy
changes, funding increases) should they be continued post-pilot.

. Fully support the collaborative process: Most steering committee members
representing community expressed disappointment over the perceived power
imbalances that impeded truly collaborative decision-making. As this pilot is
grounded by a precedent-setting human rights settlement, it presented a unique and
time-sensitive opportunity for government decision-makers to respond to the
expertise of the steering committee’s community representatives, including their
Creative Solutions report. This challenge persisted into the later phase of the pilot,
as described in the findings of the process evaluation from round two.

. Engage government leadership in the pilot: Many steering committee members
suggested that recommendations for system-level change stemming from the pilot
evaluation and best practices research will need political endorsement and direction
from top-level political decision-makers. To this end, early and continued
engagement among government leaders is needed in order to facilitate timely action
planning related to potential policy changes.

Assessment of the Later Phase of the IAS Pilot (Round Two)

The following assessment reflects the input gathered through round two of the process
evaluation:

. Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Yes, with some exceptions.

Findings from round two of the process evaluation demonstrate that the range
and effectiveness of the activities and interventions employed by assigned staff
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do support most of the participants, though one participant stated their frustration
with their experience with the pilot. The outcome evaluation explored this
question in more detail, with a larger sample of participant respondents.

2. Were participants’ needs met using a variety of means and activities that can be
replicated and sustained outside of the pilot project?

Possibly, but not without substantial additional resources.

The input by respondents suggests replication and sustainability of services for
the pilot present an issue that requires attention for future planning. For example,
case management was deemed an effective approach to ensuring person-
centred service delivery for pilot participants, but such an approach will require
additional resources should it be replicated or sustained beyond the pilot
duration.

3. Were a variety of voices and opinions of stakeholders with lived experience of
disability and engaging with services throughout Manitoba well represented and
heard throughout the project?

Yes, somewhat.

While the engagement work collected input from persons with lived experience
across the province, there was a significant perceived power imbalance among
the government representatives and community representatives of the steering
committee. Indeed, some community representatives expressed feeling like
tokens concerning their involvement on the steering committee.

4. How was best practice information from the pilot researcher used to inform the pilot
project?

Some success to date®.

Several enhancements were made to the processes of communication between
the pilot researcher and the steering committee, stemming from
recommendations made from round one of the process evaluation. These
enhancements improved responsiveness and collaboration, though some
challenges persisted.

Recommendations from the Later Phase of the IAS Pilot (Round Two)

The following recommendations reflect the input gathered through round two of the
process evaluation:

? Findings from round two are limited due to the low response rate (n=1); however, it
was suggested that the improved communication processes recommended in the
process evaluation findings from round one were positively received in the later phase
of the pilot.
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1.

Fully support the collaborative process: Most steering committee members
representing the disabilities community expressed disappointment over the
perceived power imbalances that impeded truly collaborative decision-making.
Government representatives of the steering committee, while sympathetic to the
frustrations expressed by the community representatives, did not believe they were
in a position to mitigate these challenges. Rather, redressing the power imbalances
of the steering committee was deemed the responsibility of top-level political
decision-makers, which were not well represented on the steering committee.

Define and articulate the purpose and role of steering committee members: The
differing understandings of the roles and purpose of steering committee members
was at the root of the difficulties concerning the operations of the pilot. Government
representatives felt a responsibility to safeguard participants’ information, in
accordance with privacy legislation, while community representatives felt a
responsibility to support the needs of participants, which they believed required them
to have more access to participants’ information (e.g., service needs). This differing
of understanding of role and purpose of the steering committee is attributed to
ambiguity within the Terms of Reference for the steering committee.

Secure an engaged government leadership in the pilot: As reflected in phase one,
many steering committee members suggested that recommendations for system-
level change stemming from the pilot evaluation and best practices research will
need political endorsement and direction from top-level political decision-makers.
Engaged government leadership is needed in order to facilitate timely action
planning related to potential policy changes. Further, engaged government
leadership may have mitigated issues with the collaborative decision-making among
the steering committee.

Plan and resource replication and sustainability efforts post-pilot: The services
delivered through the IAS pilot were reviewed favourably, largely due to the
enhanced flexibility of eligibility criteria and the increased allotment of home care
support. These favourable services require system-level action planning and
sustained resourcing (e.g., policy changes, funding increases) should they be
continued post-pilot.

Overview of the Outcome Evaluation

The outcome evaluation was a qualitative design using key informant individual

interviews. These interviews were conducted at the preference of the participant,
including time, date, and format of the interview (e.g., phone, in-person, video).

Additionally, participants were welcomed to include a support person to accompany
them, and for those who required, ASL interpretation was ensured.
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Pre-intervention (baseline) data was collected through individual interviews between
July and September 2023, and post-intervention data was collected between April and
July 2025.

The outcome evaluation focused on two questions, as directed to the evaluator by the
steering committee:

> Did participants experience and express improved quality of life as a result of the
pilot activities?

> Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Concerning qualitative data analysis, we examined our collected data to discover
patterns and themes put forward by research participants (survey respondents, focus
group participants, interviewees) without first making prior assumptions or hypotheses.

Chalet Point uses the Framework Analysis Model as its preferred analytical framework
whereby data is sifted, charted, and sorted in accordance with key issues and themes
using five steps: familiarization; identifying a thematic framework; indexing; charting;
and mapping and interpretation.

Outcome Evaluation Findings and Recommendations
Twenty-two IAS pilot participants agreed to participate in a pre-intervention (baseline)
interview, and twenty IAS participants agreed to participate in a post-intervention
interview. By way of background, participation in the evaluation of the pilot was
voluntary.

Of the participants who participated in an interview, ten were selected as case studies.
The participants selected for the case studies were chosen because they represented
an array of disability experience, a variety of service needs, degrees of engagement
with the IAS pilot, and differing satisfaction levels with the services provided to them
through the pilot. These case studies are presented in the Case Study Findings and
Recommendations section.

In addition to the ten case study narratives, an overview analysis of all pre-intervention
and post-intervention interviews are provided below.

Experiences Prior to Participation with the IAS Pilot

Social isolation: All interview participants cited problems with social isolation, loneliness,
and poor mental health as a negative reality due to the lack of supports needed to fully
participate in community and engage in meaningful social and employment
opportunities.

“Loneliness is the hardest thing | deal with.”
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Childhood to adulthood transition: Among those participants who transitioned from
children’s disability services to adult disability services, there was consensus that the
process was disappointing, marked by difficulty in securing the much-needed services
(e.g., wheelchair and equipment repairs, physiotherapy, home care/respite care) that
had been more easily accessible in childhood.

“The transition cliff at 18 [years old] comes with reduced funding and
coordination...[the adult disability services | now receive] are enough to survive,
but not enough to thrive.”

Invisible disabilities: Among those participants who identify as having an invisible
disability (e.g., neurodivergence, arthritis, chronic pain and fatigue), there was broad
agreement concerning the struggle they face in accessing services because they fail to
meet a program’s criteria for services, despite having a need for such support—even
when their need is corroborated by their medical healthcare provider. These participants
feel that their invisible disabilities are over-looked, ignored, or downplayed when
considering their need for supports.

“I live with constant pain, and then | must fight systems that challenge everything
| say.”

Moreover, these participants expressed their feelings of frustration and indignity in
having to prove their disability and its impact on their need for supports. Further, most
participants cited the eligibility factor of IQ as a barrier in accessing services.

The income gap: An issue related to service eligibility was especially prevalent among
those IAS participants who work in paid employment. Nearly all participants who are
able to work do so on a limited part time basis, due to their disability. And, while the
financial benefits of paid part time employment are important, they fall short of the
income required to support independent living and the high costs associated with living
with a disability.

One participant called this predicament as “living in the gap”. For these participants, the
desire to continue their part time work is strong; they cite the benefits of work as a way
to contribute to society and receive the sense of dignity and financial benefit that
accompanies rewarding employment.

However, these individuals also cite their struggles with the physical demands of
employment. Often, because their time and energy are depleted from living with a
disability, their ability to work on a part time basis is strained. And yet they push
themselves to work, despite the strain, because it gives them purpose and a sense of
belonging in societal life. Despite these efforts, they feel their contribution to part time
employment counts against them, rendering them ineligible for many disability supports
because they do not meet the low-income threshold of income-tested criteria.
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“I'm being punished because | can work.”

Hidden workload of disability: Several participants cited the “hidden workload” that
accompanies their disability. For example, a grocery shopping errand for one participant
who uses a mobility aid and struggles with chronic fatigue, indicated that such an errand
took more than three hours and depleted her of all her energy, leaving her unable to
attend to any further tasks or social opportunities for the remainder of the day.

The challenge of this hidden workload is a common theme among IAS pilot participants.
These individuals suggest that this workload is hidden, as people without disabilities do
not understand the physical toll and demands on time and finances that common
errands and tasks take on them.

All participants who cited the impact of hidden workloads indicated that they would
welcome support for household errands and tasks so that they could save their time and
energy for their employment demands and social connection opportunities.

“[Service providers] think if you can talk well, you can manage everything. They
don’t see the cost of that energy.”

Advocacy fatigue: In addition to the physical toll of the hidden workload of disability,
participants cited the significant emotional burden and anxiety that comes with living
with a disability. One participant referred to “advocacy fatigue”, describing the emotional
toll of having to repeatedly fight and struggle for needed services.

Fluctuation in needs: Some participants spoke of the “up and down” nature of their
disability, with its impacts rising or falling, depending on the conditions of their health
and functioning. For example, one participant indicated that there are some days when
her energy levels are strong, and that on such days, she is able to perform her part time
employment and maintain her home without outside supports. This fluctuation in the
impacts of her disability make it difficult on her eligibility for supports.

Mistrust, fear, and frustration: All participants identified a lack of trust with the system of
disability services, and all cited frustrating experiences in communicating with service
providers; the lack of continuity in service provider; the lack of coordinating services
among different service providers, and the struggle in accessing timely services or
responses from service providers.

In particular, criteria eligibility (e.g., IQ) and the application processes for services (i.e.,
assessments) were described as inflexible, undignified, and unwelcoming. Structured
assessments with close-ended response options were identified as disempowering for
applicants, as yes/no criteria thresholds do not allow them to explain and describe their
need for supports and do not allow for flexibility or case-by-case decision-making.
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“Structured assessments can limit participant voice”.

Lost independence: All participants identified the negative emotional impacts of having to
depend on family and friends for support when they are ineligible for disability services.
Participants expressed that having to rely on family takes away their feelings of
independence and dignity, and they struggle with feeling like a burden on their loved
ones. They also expressed the desire to visit with their loved ones rather than having to
use such family time to conduct errands and household tasks.

“It's not always reasonable to rely on family... they have their own responsibilities.”

“Then the time | spend with my mom, when she's not doing things for me, like we
could have a relationship that's not like she's my carer.. just to have kind of a
typical mother-daughter time.”

Moreover, several participants expressed anxiety over this type of family support, noting
that their aging parents will not be able to help them one day. These participants
expressed that this reality causes them considerable fear and anxiety over the prospect of
having to live in institutionalized care one day.

Last, several participants expressed the negative impact of unfriendly and undignified
service provision. Receiving negative service provision is disempowering and
contributes to the emotional burden of living with a disability.

“With home care, it depends on the worker—you may get someone who cares, or
someone who makes you feel like a burden.”

Early Experiences with the IAS Pilot

The participants who provided their perspectives within the early phase of their
experience with the IAS pilot all indicated hopeful, yet cautious, optimism concerning
their participation.

Participants identified the following aspects of services that they hoped to receive
through their participation with the pilot:

e Easier coordination of services

e More home care support hours, which would allow for more time/ability for social
connection and employment/volunteer work

Service navigation and self-advocacy guidance

Easier access to transportation services

Easier access to physiotherapy services

Responsive case management supports with dignified treatment
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Most participants offered a favourable assessment of their early experience with the
pilot, with several participants indicating that their relationship to their IAS service
provider felt different—more positive—than their previous experience with services (i.e.,
before their participation in the pilot).

“[IAS is] much more positive. | feel much more heard.”

Several participants indicated their positive appraisal of the IAS assessment and
discovery approach.

“They made me feel | mattered. They let me speak. They didn’t bring a checklist
— they asked, what do you need?”.

“It felt like professionals came to hear what | had to say and went away to think
about how to help.”

Several participants indicated that while they did not experience a difference with the
disability services system in the early phase of their participation in the pilot, their
interactions with their IAS case workers were considerably more positive and person-
centred.

“It still feels like before—but | have allies now.”

In terms of their expectations concerning their pilot participation, several participants
expressed the hope that the IAS pilot would help them with self-advocacy and service
navigation.

“I do not want to be rescued—I want to be accompanied.”

Impacts of IAS on Quality of Life

Most (80%) of the participants who provided their perspectives on the later phase of
their experience with the IAS pilot indicated a favourable assessment of the pilot,
including its positive impact on the quality of their life.

Most participants reported strong satisfaction with their IAS worker, noting their
appreciation of a more person-centred approach to service assessment and planning.
They also indicated their appreciation for the warm and dignified treatment by their IAS
worker.

Most participants felt they were treated as a respected equal by their IAS worker, and
an expert on their needs and the kinds of services they required to live a more enriched
quality of life.

“They treat me like a respected colleague and less like a client... and that goes a
long way with me.”
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“My middle name is independent. | wanted to be in charge and do as much as |
still could myself.”

For these participants, they indicated that IAS services—such as flexible home care
support, service navigation, service application—offered them significant support in
completing household tasks, errands in the community, and tending to important
matters of self-advocacy. Having such support allowed them more time, energy, and
financial resources to use toward connecting with loved ones, socializing with friends,
and participating meaningfully in community.

“Getting an accessible parking permit gave me more freedom”

“Getting a bit of support goes a long way. Saves energy so | can use it for work
or social outings, which improves mental health.”

‘[Having access to home care support] made my life much easier and a whole lot
better.”

Further exploration of the impact of the AS pilot is presented in the Case Studies
Findings and Recommendations section.

Disappointments and Frustrations with the Pilot

A few (20%) of the participants who provided their perspectives on the later phase of
their experience with the IAS pilot indicated a negative assessment of the IAS pilot. For
these individuals, they expressed extreme disappointment with the lack of services
offered to them, and the lack of communication between them and their IAS worker. In
general, they did not believe the pilot yielded any new or improved services for them,
nor did they believe the pilot addressed the many layers of systemic accessibility
barriers with which they struggled.

“I didn’t need help navigating the system - | wanted to change the system so it
didn’t need navigating.”

Further exploration of these disappointments and frustrations is presented in the Case
Studies Findings and Recommendations section.

Future Goals Post-Pilot
While there was a general sense of cautious optimism, most participants expressed
concern over the long-term plan for the IAS pilot, including the impact of losing IAS
services once the pilot concludes.

“IAS must not become another bureaucratic pilot.”
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Case Study Findings and Recommendations

The findings presented in the previous section are explored in further detail through the
following case study narratives.

Importantly, all potentially identifying information (e.g., initials, gender) have been
altered using the research practice of pseudonymization, for purposes of ensuring
confidentiality and privacy.

Case study #1

AB is highly educated, having earned multiple graduate degrees. He works from home
as a self-employed professional, approximately 20 hours per week. Due to his disability,
he struggles with mobility and energy, and requires a mobility aid. While he currently
lives alone and independently, he worries that without support (e.g., home care) he may
no longer be able to live independently. Indeed, one of his biggest worries is that he
may eventually need to live in institutionalized care (e.g., personal care home).

“My mind is good; it’s the body that’s failing.”

He also experiences mental health struggles and loneliness, largely due to his physical
disability. He has a supportive family, though most of his family members and children
live out of province. Prior to his involvement with the IAS pilot, he described his quality
of life as good. He enjoys living independently, loves his career, and has strong social
supports. But his disability limits his energy, which impacts all aspects of his life,
including home maintenance, employment, and social connection. During his pre-
intervention interview, he expressed a hope that he might one day be able to get and
care for an emotional support dog.

“Loneliness is the hardest thing | deal with.”

Because of chronic fatigue due to his disability, AB’s energy resources are limited.
Household maintenance, grocery shopping, and tasks related to continual self-advocacy
and service navigation often leave him depleted of energy. As such, his employment is
limited to part time, which results in financial strain.

“How do we make sure people with disabilities have quality lives? Because
poverty actually has a detrimental effect on people's physical and mental health.”

Prior to his involvement with the IAS pilot, AB received a few hours of home care
support. Typically, he would not meet eligibility criteria for additional adult disability
services, given his income level (low, as he describes it, but not low enough).

His early experience with the IAS pilot was positive. He noted the kind and welcoming

approach of his IAS case worker and especially liked being treated with dignity and
respect.
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“They treat me like a respected colleague and less like a client... and that goes a
long way with me.”

Essentially, the services AB received through his participation in the IAS pilot was an
increase to his home care hours, from four hours to eight hours per week. The flexibility
of this home care was also positively assessed. AB, an avid amateur chef, was able to
assign tasks such as grocery shopping to his home care provider. Having a regular
schedule for home care allowed him to receive his groceries early in the week, which
then allowed him to cook and meal prep for the remainder of the week.

Typically, grocery shopping would take him hours, given his limited mobility, and the
task would deplete him of all his energy, impacting on his ability to subsequently work
and socialize. Now, with the extra home care support, he can make better use of his
limited energy, focusing on his employment and social opportunities. Importantly, he
was also able to get an emotional support dog and has recruited several volunteers to
help him with dog-walking. He credits the pilot and the extra home care support with
having a huge impact on his quality of life.

“I think this is a valuable project... | would love to see it be absorbed mainstream
for more people to access.”

AB credits the pilot with supporting his self-efficacy and his ability to maintain
employment. Without this support, his employment would be at risk, and so too, his
ability to remain living independently in the community.

This case study illustrates the positive impact of service flexibility (e.g., home care) and
dignified, person-centred care. It also demonstrates the positive impact that such
services have on service users’ independence and their mental health, by facilitating
social connections and community involvement.

Case study #2

CD describes herself as a person who fell through the gap in the system. While she can
work part time, she struggles with mobility and energy levels due to her disability, and is
unable to increase her working hours to full time.

Because of her part time employment, she makes a level of income that disqualifies her
from financial benefits. The costs of living with a disability take up much of her
paycheque, and most of her energy goes toward self-advocacy and service navigation.

“I'm not low income because | work enough to pay my bills, but then my out-of-
pocket health costs are equivalent to a second mortgage...What | actually have
to live on is very minimal, but on paper, I'm not at the low-income cutoff. | don't
have the resources of an able-bodied person, but I'm not as marginalised or in as
much financial trouble as someone who's not working. Because | have an energy
limiting illness, it's like | am spending all my time on working and my healthcare.”
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Prior to her involvement with the IAS pilot, CD received little to no disability supports.
Her experience in self-advocacy was frustrating, as she was continually denied supports
due to her income level. She indicates that her disability condition has ups and downs;
some days she feels okay and is independent enough to conduct errands in the
community, while other days her condition worsens, and she cannot go into the
community unaccompanied.

Her main goal in participating with the IAS pilot was getting advocacy support to help
her attain an accessible parking permit.

CD’s early experience with the pilot was positive. She described the assessment and
discovery phase of the pilot as good. Following the assessment phase, she experienced
positive interactions with her IAS case workers and described her relationship with her
worker as positive.

She received support in self-advocacy and was able to receive an accessible parking
permit, which allowed her greater independence in the community.

“Having the parking permit just makes such a difference. So | can actually do a
few more things on my own... If | only have this much [energy], | can do more
with it.”

Additionally, receiving home care support for errands and tasks that would otherwise
deplete her of her time and energy, allowed her more time to connect and strengthen
relationships with her family.

“Then the time | spend with my mom, when she's not doing things for me, like we
could have a relationship that's not like she's my carer.. just to have kind of a
typical mother-daughter time.”

CD’s IAS case worker also helped her secure home care support and having this
support made a significant difference in her quality of life.

“So if I'm looking at like, oh, the weekend, | also need to cook, clean, et cetera. It
cuts out a whole day. So if | have more time, I'm able to be less isolated. I'd like
to make more friends. | have two friends that | see regularly, and it's getting a
little lonely. I'd like to be able to spend my energy meeting more people or
attending groups of people with disabilities.”

Overall, the support CD received—an accessible parking permit and access to a few
hours of home care support per week—greatly improved her quality of life, allowing her
to save her energy for employment and connections with family and friends.

This case study illustrates the positive impact of service flexibility (e.g., home care) and
dignified, person-centred care. It also demonstrates the positive impact that such
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services have on family relationships. In receiving the support she needed, CD was able
to spend time with her loved ones, connecting and socializing as family members.

Case study #3

A few years ago, EF experienced a head injury, which resulted in mobility and
communication challenges. To this end, she struggles with isolation and has difficulty
participating in aspects of community life. Prior to her involvement with the IAS pilot, she
received some home care support. Through her participation in the pilot, these home
care hours were increased and, according to her, the support was delivered in a more
flexible manner.

While EF has family members that support her and accompany her in the community,
she does not want to be dependent on family support. She credits the pilot for
facilitating her independence without overburdening relatives.

“It's not always reasonable to have people relying on family because family may
have a lot of other responsibilities and things on their plate. So to have more
autonomy, more independence, without having to always be maybe asking
families.”

She was also pleased with the flexibility of the additional home care support.

‘[Home care] is really restricted. Like this is what [home care providers] do, and
this is all they can do. And it's just those sort of day-to-day tasks and hygiene
things. So the IAS being able to put an aid in that can do some of these other
things, that's improved for me.”

EF also indicates that her IAS case worker was friendly and person-centred.

“[The pilot was] really individualising. Listening to you and listening to what you
need. And it might be different than somebody else, but really listening.”

Toward the end of her experience with the pilot, she experienced a change in her IAS
case worker. Because of EF’s past issues and frustrations with past service providers,
this disruption in continuity of service was very hard for her. In her words, it made her
feel “abandoned”.

This case study illustrates the positive impact of service flexibility (e.g., home care) and
friendly, person-centred care. Unfortunately, EF’s experience also illustrates the
negative impact of service disruption and staff turnover.

Case study #4

KL is a mid-life aged woman who lives independently, works fulltime, volunteers, and
maintains an active life in her community. She experiences chronic pain due to severe
life-long arthritis (i.e., childhood onset) and osteoporosis.
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“I live with constant pain — and then | must fight systems that challenge
everything | say.”

Prior to the IAS pilot, her former experience with home care services was not positive.
The services were inflexible, and the staff did not treat her with dignity.
“They told me what | needed them to do — not the other way around.”

KL had received home care support (two hours every two weeks) prior to her
participation in the IAS pilot, but access to this minimal support had recently been cut off
because she no longer fit the program’s eligibility criteria due to her income level.

“They looked at me and said, you don’t need help — but they ignore the pain and
risk behind it.”

KL indicates that her experience with chronic pain does not fit the criteria for disability
services. She believes she is penalized by disability services because she works, lives
independently, and continues to push herself to be stay active and involved in her
community.

“Adult services [compared to children’s services] are more challenging. | had to
fight more.”

She joined the IAS pilot in hopes of resuming home care support.

KL’s experience with her IAS case workers was very positive. She felt heard and
respected, and they treated her as the expert of her own needs.

“They made me feel | mattered. They let me speak. They didn’t bring a checklist
— they asked, what do you need?”

She especially loved the client-directed structure of the IAS pilot. She wanted to have
control over her services, and this gave her a renewed sense of agency and
satisfaction.

“My middle name is independent. | wanted to be in charge and do as much as |
still could myself.”

Her IAS case worker facilitated a partnership with another a service agency that
supports clients with disabilities. KL initially hesitated, worrying she might take away
resources from those with more severe disabilities, but was reassured by the agency
that her access to support mattered.

Her support helped her with household tasks, personal hygiene, and community

engagement. KL also highlighted the emotional and social value of her trusting and
friendly relationship with staff.
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“They help me physically, but they also listen and care. They don’t look down on
me.”

KL reported that her participation in the IAS pilot “made her life much easier and a
whole lot better’, giving her energy to volunteer, continue working, and stay socially
connected.

Unfortunately, after months of success, KL's experience deteriorated due to IAS staff
turnover and poor communication with her new service provider. She did not feel heard
by her new worker, and this lack of validation impacted on her emotional health. She
describes this experience as “heartbreaking”.

“It [IAS] was my wish come true, but now it’s like I’'m right back to the start.”

This case study illustrates the positive impact of service flexibility (e.g., home care) and
dignified, client-directed care. Unfortunately, KL’s experience also illustrates the
negative impact of service disruption, staff turnover, and non-person-centred care.

Case study #5

MN is a mid-life aged woman who lives with her parents while awaiting accessible
housing. She acquired her disability several years ago, and now uses a wheelchair. Her
current housing conditions are crowded and mostly inaccessible to her and her
wheelchair.

After years of adapting to life post-injury, MN remains self-reliant yet aware of her
emerging needs. She entered the IAS pilot not out of expectation, but curiosity—to see
whether a more person-centred system could really exist.

Six months prior to her participation with IAS, MN had been receiving home care
support; however, she found this home care support to be rigid, inflexible, and task-list
driven.

MN notes that her new experience with home care through her participation with the 1AS
pilot was markedly improved. For one, she felt heard by her IAS case workers and she
was impressed that they followed up with her requests for support.

“It felt like professionals came to hear what | had to say and went away to think
about how to help.”

Additionally, MN assessed her relationship with her IAS case worker as responsive and
positive. She noted that received services in a timelier manner, particularly in regard to
her request for increased home care support hours for her overnight and morning
routines.
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MN’s request for increased home care hours was met through IAS, though she
struggled in recruiting staff independently through a self-managed care model. To this
end, her IAS worker was instrumental in helping her grow her skills in this area.

MN indicated that her IAS worker also played an important role in supporting her to
become more adept at self-advocacy, something she had struggled with in the past. As
she noted, when it comes to advocating for yourself, it is good to have a “professional in
your corner”.

According to MN, her quality of life gradually improved over her participation with the
pilot, with more support and energy for community engagement and employment
seeking.

Despite her favourable review of the pilot, transportation remained a major barrier
throughout her participation with IAS, particularly with unreliable transit services.

Unfortunately, MN experienced a disruption to her continuity of care during her
participation in the IAS pilot. After building a trusting relationship with her IAS worker, a
new worker took over and this caused MN frustration and stress.

This case study illustrates the positive impact of service flexibility (e.q., home care) and
supportive client-directed care. Unfortunately, MN’s experience also illustrates the
negative impact of service disruption and staff turnover, as well as the pervasive barrier
of transportation.

Case study #6

OP is a young adult living in supported housing, having transitioned recently from living
with her mother. She lives with physical disabilities, uses a wheelchair, and requires
home care support.

After moving from her family home into supported housing, OP experienced a reduction
in home care hours. This decrease in support left her struggling with reduced
independence and increased restriction on her ability to leave her home, participate in
the community, and pursue social connections.

In essence, the move from her family home and her transition into adulthood and
supported independent living reduced OP’s independence and quality of life. She had
expected to experience more freedom, not less.

OP joined the IAS pilot with the hope to increase her independence, have greater
freedom to leave her residence and get out into the community, and find employment.

OP’s early experience with the IAS pilot was very positive. She felt heard, respected,
and understood by her IAS workers, especially in contrast to her past service
experience.
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In the early phase of her participation with the pilot, OP’s IAS worker was able to help

her secure an additional eight hours per week of home care support. This increase in

support enabled her to access more community outings and social opportunities.
“They helped me to get funding for a support worker for outings and similar
activities. They also helped me to get funding for and find a psychiatrist.”

When asked to compare services before and during IAS, OP describes a “huge
difference”, highlighting that her IAS caseworkers were attentive, engaged, and
proactive in problem-solving. She contrasts this with her earlier experiences prior to IAS
of limited or inconsistent support. The personalized, follow-through approach of I1AS
gave her a sense of feeling heard and supported.

OP reports a clear improvement in her quality of life, as the result of her participation in
the IAS pilot. She attributes this improvement to her ability to go out and socialize more
frequently.

“I get out and socialise more often — shopping, getting together with friends,
appointments.”

OP also credits her increase in community participation with an improvement to her
emotional well-being.

Looking forward, OP is focused on employment and expanded support funding.
“[I'd like to] get more funding for staff and get a job.”

In her own words, the difference the IAS pilot made in her life was “huge” and it helped
make her life “pretty good”.

This case study illustrates the positive impact of increased services (e.g., home care) to
support a young adult’s transition into independent living. The additional support
allowed greater freedom to participate in the community, which impacted positively on
her mental health and well-being.

Case study #7

QR is a mid-life aged professional who works full time and lives independently in her
own home. She has lived with a physical disability since birth, and uses a wheelchair.
With a strong commitment to autonomy, QR joined the IAS pilot seeking home care,
occupational therapy, and access to physiotherapy. Her goals for the future include
pursuing further education, maintaining her mobility, and continuing to travel and
engage socially.

Prior to her involvement with the IAS pilot, QR’s past experiences with adult services
were “very frustrating”. She indicates running into problems with rigid rules for eligibility,
a lack of explanation behind decisions, and systemic inefficiencies.
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“Various guidelines and rules make no sense... no valid reason was given as to
why the rule was enforced.”

She experienced better access to physiotherapy and respite services as a child,
including wheelchair services and rehabilitation supports.

“Physiotherapy and respite were easier to access when | was younger.”

QR joined IAS not only for her personal needs, but out of a desire to improve the
disability system for others like her.

“l was hoping to contribute to improving disability services and programs.”

In her early experiences with the pilot, QR indicates a very positive assessment of the
new services, especially the relationship she formed with her IAS case workers. She
spoke highly of her interactions with her IAS workers, praising their responsive
communications. QR’s IAS case worker was able to advocate for her directly, and
coordinate meetings for assessments.

This support removed a heavy burden for QR, who struggled with the bureaucratic
aspects of self-advocacy. To this end, QR was able to secure physiotherapy through
her IAS case worker, a service she had struggled to receive prior to her involvement
with the pilot.

“I am very grateful for IAS getting me into the physiotherapy program at [an
organization]. My GP [healthcare provider] was very impressed.”

Additionally, the IAS pilot helped QR secure home care support and equipment
assessments. She was also able to coordinate and manage her home care support
providers through text (versus phone calls), a flexible offering which allowed her greater
control over coordinating her support and reducing her stress.

QR indicates the importance of programs that promote independence and health and
wellness. She notes that access to greater health and wellness program in the
community would strengthen her, physically, which would then allow her to remain living
independently in her home, versus needing to live in a long-term supported housing
model.

Unfortunately, in the later phase of the pilot, QR experienced a return to a more rigid
process for home care coordination, including the requirement of phone call scheduling
which resulted in missed communication and increased frustration and stress. This
coincided with a change in IAS staffing, which caused disruption in her services and a
loss in trust in the pilot. Moving forward, QR worries that the end of the pilot will signal a
return to the rigid administrative burdens of disability services.

This case study illustrates the positive impact of service flexibility (e.q., home care) and
dignified, person-centred care. It also demonstrates the positive impact that such
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services have on service users’ independence and their mental health, by facilitating
advocacy and removing the administrative burden for service applications and
coordination. Unfortunately, QR’s experience also illustrates the negative impact of
service disruption and staff turnover, as well as the pervasive barrier of inflexible service
processes and protocols.

Case study #8

ST is a young adult who lives with chronic pain due to his disability. He described his
experience with the IAS as a “great positive” in his life, a program that provided access
to supports he would otherwise have been denied due to complex eligibility gaps. He
explained that before IAS, he frequently “fell through the cracks of existing systems”.

“I've been denied because I’'m too disabled or not disabled enough.”

He also indicates that there are many other people like him who are denied needed
supports because of rigid impersonal eligibility criteria.

“Many people don't fit the box that these programs put us in.”

ST was excited to become a part of the IAS pilot. He described his participation in the
pilot as a “privilege” and expressed a hope that the program could be expanded to more
people who could benefit from similar flexible, needs-based approaches like the IAS
pilot, particularly among younger disabled adults.

Through his participation in the pilot, ST’s IAS case worker helped him enrol in a
support program of a community organization. Through this program, ST received 10-12
hours per week of assistance with his daily living tasks, including meal prep, errands,
cleaning, transportation, and pet care. This support was flexible, which ST credited with
allowing him to conserve his limited energy for his employment and social connections.

He emphasized that the IAS pilot helped to reduce his symptoms of fatigue and
enhance independence.

“It [IAS] balanced my energy and allowed me to use it [energy] towards what |
want or need.”

The program also reduced his reliance on family members for support and costly
rideshare services (e.g., Uber) he would have otherwise used to support his community
errands and daily tasks. This also allowed him to conserve his limited income.

In his earlier phase of his experience with the IAS pilot, ST reported a “17 out of 10"
improvement in his quality of life according, a dramatic positive shift compared to his
pre-IAS conditions.

In the later phase of his involvement with the IAS pilot, ST experienced staff turnover
and this disruption in continuity of care was a negative experience. He found
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communication and relationship building with his new IAS staff to be difficult, which
resulted in frustration and stress for him.

Further, he was frustrated with having to re-explain his disability needs to his new IAS
staff, a triggering event for him given the trauma surrounding his disability. He viewed
this as emotionally taxing and unnecessary.

Overall, ST reported substantial improvement in autonomy due to his participation with
the pilot. With the support he needs now in place, he is able to conserve his energy and
complete other tasks (employment, pet care, community participation) more
independently. His mental health has also improved, as he is able to attend social
outings. Further, he indicates that his emotional well-being is enhanced by not having to
rely on his family members for his basic needs.

Despite the many positive attributes of the IAS pilot, ST noted that he still experiences
other barriers related to his disability, including persistent financial stress, transportation
costs, and limited work opportunities.

This case study illustrates the positive impact of service navigation and friendly, person-
centred care. It also demonstrates the positive impact that such services have on a
service user’s independence and their mental health, by facilitating advocacy and
providing flexible support that can be used in ways that best support a person’s needs.

ST’s story also illustrates the negative impact of staff turnover, especially as it often
means individuals must orient new staff of their disability needs again and again. This
process of repeated re-telling of their disability needs can be extremely traumatic for
many service users. ST’s story also identifies systemic barriers, such as low income
and financial stress, accessible and affordable transportation, and accessible

employment.

Case study #9

UV is a mid-life aged woman who lives independently. She is a retired professional who
worked in the healthcare field. Due to her disability, UV experiences chronic pain and
mobility challenges.

Prior to her involvement with the IAS pilot, UV described a difficult experience with adult
disability services in which she had to “beg for services”. In contrast, her experience
with the IAS pilot was very positive.

She described the pilot model as a “compassionate, responsive, and empowering
service that restored my dignity and independence after years of frustration with
traditional systems.”

Despite UV’s positive experience with the IAS pilot, she also notes several pervasive
barriers to access, including_issues with communication between service users and
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service providers; equipment repair waitlists and lack of coverage; and the_systemic
disconnection between service providers and disabled individuals.

As a former professional in the healthcare field, UV also spoke of her lived professional
experience wherein she observed systemic erosion of empathy among providers of
healthcare. She indicated that the system of disability services often devalues persons
with disabilities, as evidenced by procedural barriers, not taking people’s needs and/or
complaints seriously, and tokenism-based consultation.

In contrast, UV felt valued and treated as an equal participant by her IAS workers. She
said the IAS made her feel heard and understood, and her requests for support were
followed up on in a timely manner. She noted that the responsiveness of her IAS staff
allowed her to navigate complex systems and connect efficiently with occupational
therapy, in-home physiotherapy, and other community supports.

A defining feature of her positive experience was the absence of coercion and
bureaucracy.

“No one’s pushing anything against you... there’s no pressure. It’s easily done.”

Through her participation with the pilot, UV was able to access mobility and adaptive
supports, including a motorized wheelchair, which she identified as “life-changing”. This
mobility aid has allowed her to re-engage with the community. Indeed, it allowed her to
purchase season tickets to a sports team and attends games independently.

Through her participation with the pilot, UV has also become an active advocate for
persons with disabilities, contributing ideas to improve accessibility in community
venues.

This case study illustrates the positive impact of service navigation and access to
needed mobility equipment. It also demonstrates the positive impact that such supports
have on service users’ independence and their connection to the community. However,
UV’s experience and insights also illustrate the negative impacts of procedural barriers,
rigid service delivery protocols, and apathetic service care.

Findings and Recommendations

In sum, through this examination of case studies, the IAS pilot participants described
their experiences with the adult disability services system prior to their participation in
the IAS pilot, categorized by the following themes:

Social isolation

Childhood to adulthood transition
Invisible disabilities

The income gap

Hidden workload of disability
Advocacy fatigue
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Mistrust, fear, and frustration
Lost independence

Further, these IAS pilot participants identified the following benefits they experienced
through their participation in the IAS pilot:

Increased homecare hours

Flexible homecare service

Dignified person-centred care
Advocacy support

Continuity of service

Reduced staff turnover

Enhanced equipment services
Positive communication with staff
Person-centred, client-directed care
Service navigation

Accessible and affordable transportation

Last, IAS pilot participants identified the following recommendations to improve their
experience with adult disability services:

Facilitate peer support so that we can benefit from mentorship by our peers and
learn how to best advocate for ourselves.

Assist with recruiting and organizing our home care staff. Our additional hours of
home care support are great, but we need help with recruiting and organizing
staff.

Provide accessible housing navigation. Housing is a huge barrier and priority for
us.

Adapt the rules so that our staff can accompany us into the community and
beyond our building limits. Allow our home care hours to be used for meaningful
community participation.

Design the assessment process for service applications to allow for open-
ended responses so that we can describe our needs in our own words and
demonstrate our eligibility for your program.

Design a system of supports for adults with disabilities that help us to thrive, not
just survive. The sole focus on our safety must also be accompanied by
considerations of dignity and community participation.

Bridge youth-adult transitions with better planning that ensures continuity of
services for us.
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e Improve conditions for support staff. Constant staff turnover is stressful and
traumatic for us.

e Treat us like we are the experts of our disability needs. Because we are.

e Give us access to the home care support we need so that we can have a
relationship with our family and friends that does not have to centre on our care
needs.

e Value, don’t punish, our contributions toward part-time employment.

e Recognize and address the economic costs of living with disability and help us
live with dignity.

Human Rights Impact Assessment of Case Studies

As previously stated, a Human Rights Impact Assessment was essential to the IAS
pilot, given it was grounded by a precedent-setting human rights settlement. For this
assessment, the United Nations Convention on the Rights of Persons with Disabilities°
(ratified by Canada in 2007) was used to examine the ways by which the IAS pilot
upheld/did not uphold the human rights of the pilot participants. For this analysis, certain
Articles of the Convention were selected, given their importance and relevance to IAS
pilot participants’ quality of life, as identified through their case studies.

Note: This analysis is not a fulsome legal analysis, nor does it qualify as a legal opinion.

Article 19: Living independently and being included in the community: This Article
recognizes the equal right of all persons with disabilities to live in the community, with
choices equal to others, and effective and appropriate measures to facilitate full
enjoyment by persons with disabilities of this right and their full inclusion and
participation in the community...

Prior to their involvement with the IAS pilot, those IAS pilot participants who lived
independently in the community reported that they were not eligible for much-needed
home care supports. These individuals expressed experiencing “advocacy fatigue” from
having to self-advocate for needed services and constantly being denied same.

Several of these participants expressed having severe anxiety over their ability to
continue to live independently and they worried about having to move into personal care
homes. Through their participation in the IAS pilot, these individuals expressed the
immense value of receiving home care support (for some, as little as a few extra hours
per week). These participants credited the IAS pilot and the flexible home care support

OFind the Convention here
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they received for giving them greater ability and stability to live independently in their
own homes, within their chosen community.

It is important to note, however, accessible housing options are limited in Winnipeg and
across Manitoba. The lack of dignified accessible housing was raised as a pervasive
challenge by nearly all participants of the IAS evaluation and the engagement work.

Article 20: Personal mobility: This Article states that effective measures must be taken
to ensure personal mobility with the greatest possible independence for persons with
disabilities...

For those IAS pilot participants who use a mobility aid, or live with mobility challenges,
nearly all expressed the value of IAS services in supporting their independence. For
example, flexible home care support allowed persons who use wheelchairs to be
accompanied in the community for social connections. For others, flexible supports such
as grocery shopping, allowed persons with mobility challenges to conserve their time,
energy, and financial resources for social opportunities (rather than household tasks).
And for one individual, receiving an accessible parking permit allowed her much more
freedom to participate in the community and employment. Prior to her participation in
the IAS pilot, she had been unable to secure this parking permit.

Importantly, however, accessible public transportation and timely access to wheelchair
services were identified as persistent challenges by many participants of the IAS
evaluation and the engagement work.

Article 26: Habilitation and rehabilitation: This Article states that effective and
appropriate measures must be taken, including through peer support, to enable persons
with disabilities to attain and maintain maximum independence, full physical, mental,
social and vocational ability, and full inclusion and participation in all aspects of life
through comprehensive habilitation and rehabilitation services and programmes,
particularly in the areas of health, employment, education and social services.

Most IAS pilot participants expressed the value of IAS services in supporting their
habilitation and rehabilitation needs. For example, flexible in-home physiotherapy was
favourably reviewed by one participant, as it provided her with easier access to this
needed service. Other participants received support in applying for habilitation and
rehabilitation services; indeed, support with self-advocacy enabled them to finally
secure support after years of struggling with “advocacy fatigue”.

Importantly, however, several participants indicated that they would like to access
further habilitation and rehabilitation services, and that access to same should be
considered preventative of health issues related to their disability. Further, several
participants suggested that having a provincial advocate, service navigation co-
ordinator, and/or peer support network would be of tremendous value in helping them
advocate for themselves.
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Article 27: Work and employment: This Article recognizes the right of persons with
disabilities to work, on an equal basis with others; this includes the right to the
opportunity to gain a living by work freely chosen or accepted in a labour market and
work environment that is open, inclusive and accessible to persons with disabilities...

Many participants indicated that the flexible home care supports (e.g., grocery
shopping, household maintenance, pet care) they received through the IAS pilot allowed
participants to conserve their time, energy, and financial resources for employment and
volunteer opportunities (rather than household tasks).

Further, prior to their involvement with the IAS pilot, individuals who could work part
time expressed a sense of being punished (i.e., being ineligible for income-tested
supports) by the adult disability services system because of their employment. All
participants who worked part time, full time, or on a volunteer basis, indicated the
enormous value of their employment. For these participants, becoming eligible for
supports (e.g., home care) through the IAS pilot, without having to let go of their
employment, was a very valuable component of the pilot.

Article 28: Adequate standard of living and social protection: This Article recognizes the
right of persons with disabilities to an adequate standard of living for themselves and
their families, including adequate food, clothing and housing, and to the continuous
improvement of living conditions...

As indicated in the analysis of Article 27, many participants involved in the pilot
performed part time work. Prior to their involvement with the IAS pilot, these individuals
felt punished for their commitment to part time employment, as they were deemed
ineligible for many supports due to income-testing criteria.

Despite the financial benefits of their part time employment, many of these individuals
cited the challenges of “living in the gap” (i.e., working part-time which provides some
financial benefit, but not enough income to offset the high costs associated with living
with a disability). Compensation for the financial burden of living with a disability fell
outside the scope of the IAS pilot, but it is an important issue to raise as the impact of
financial strain was identified by all participants in the evaluation and engagement work.

Article 30: Patrticipation in cultural life, recreation, leisure and sport: This Article
recognizes the right of persons with disabilities to take part on an equal basis with
others in cultural life...

As identified in the analysis of Article 20, the IAS pilot supported most of the pilot

participants with increased opportunities for social connections and meaningful
community participation. However, several participants cited ongoing difficulties in
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accessing public transportation and public buildings to fully participate in cultural life,
recreation, leisure, and sport opportunities.

While inaccessible built environments and outdoor environments were beyond the
scope of the IAS pilot, these barriers are important to note, given their impact on
participants’ quality of life.

Evaluation-based Assessment of the IAS Pilot

Note: It is important to note a limitation with this assessment, namely it is informed by
22 of the 30 pilot participants. To this end, the voices of eight participants were not
represented in our findings. Participation in the evaluation was voluntary.

The evaluation questions, directed by the steering committee, are answered as follows,
informed by findings from both the process evaluation and the outcome evaluation.

1. Did participants experience and express improved quality of life as a result of the
pilot activities?

Yes, with few exceptions.

Findings from the outcome evaluation demonstrate that many (approximately
80%) of the participants who provided their feedback through the evaluation
interviews expressed marked improvements in their quality of life, as a result of
their participation in the pilot.

Such improvements relate to their experience with service providers (e.g., feeling
heard, being treated with dignity); the addition of services that they were
previously unavailable to them (e.g., home care, physiotherapy); the flexibility of
such services, so provided support could be used in ways that they wished (e.g.,
grocery shopping, household tasks); and the outcomes of such services (e.g.,
increased social connections and participation in community; increased ability to
work/volunteer; enhanced relationships with family and friends).

Importantly, some (approximately 20%) participants who provided their feedback
expressed significant disappointment with their experience with the pilot,
indicating IAS services did not at all meet their needs or improve their quality of
life.

2. Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Yes, with few exceptions.

Findings from the outcome evaluation demonstrate that many (approximately
80%) of the participants who provided their feedback through the evaluation
interviews provided favourable assessments of their IAS services, including
having their needs met (e.g., being accompanied, not rescued; self-directing their
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care; securing the support they need to better manage the tasks with
independent living).

Importantly, some (approximately 20%) participants who provided their feedback
expressed that IAS services did not support their needs.

As previously presented, the following goals were identified as essential to the IAS pilot.
These goals for the IAS pilot are assessed as follows.

3. Meet the self-determined and individual needs of participants.
Yes, with few exceptions. See #1 and #2 for additional detail.

4. Explore new strategies and service delivery activities that reduce the agreed-to
gaps in services and supports.

Yes, with some exceptions.

According to feedback from participants through the outcome evaluation, most
participants expressed that many of their needs were met through new or
enhanced services delivered through the IAS pilot, as compared to their pre-IAS
experience (e.g., access to home care after they were previously denied same;
more flexibly delivered home care; more person-centred service care).

Importantly, several participants noted the continued impact of pervasive
barriers, which fell beyond the scope of the pilot, such as inaccessible public
transportation and inaccessible public buildings.

Further, the feedback from the process evaluation, as offered by community
representatives (some of whom have lived experience with disability) indicated
disappointment that the pilot did not trial and test more innovating approaches to
service delivery. To these individuals, the pilot was limited given its focus on
refining the current system rather than on re-designing the system.

5. Explore and trial new ways of assessing, coordinating, and delivering services
that may improve the experience of those the pilot serves.

Yes, with few exceptions.
See #4 for additional detail.

6. Learn from the experiences and activities of the IAS pilot to implement long term,
meaningful change in the overall service delivery system.

To be determined.
This question may be assessed through on-going monitoring post-pilot.
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As previously presented, the following success indicators were identified as essential to
the IAS pilot. These indicators for the IAS pilot are assessed as follows.

7.

9.

IAS pilot participants experience and express improved quality of life as a result
of the project activities.

Yes, with few exceptions.
See #1 and #2 for additional detail.

Participants come from diverse backgrounds, age, gender identity, housing, and
support situation, and present with a variety of gaps and needs to help inform the
project.

Yes, mostly.

Findings from the process evaluation demonstrate that the recruitment and
screening process involved participants from diverse backgrounds, including age,
gender identity, housing, and support situations.

A skilled, consistent team of staff members support participants and the IAS pilot
throughout its activities.

Somewhat.

Findings from the outcome evaluation suggest all (100%) participants who
provided their feedback expressed significant disappointment with staff turnover
that occurred mid-way through the pilot. This staff turnover resulted in
participants having to re-orient their disability needs to their new staff, and many
expressed frustration with this process. Indeed, several participants indicated
that re-orienting new staff to their disability needs is a traumatic experience that
they wished they could avoid.

10. Participants served through the IAS pilot participate in a timely, robust,

11.

empowering, and comprehensive discovery and assessment process that
identifies their needs, wills, priorities, and perspectives.

Yes, mostly.

Findings from the process evaluation and the outcome evaluation (rounds one)
demonstrate that while most participants assessed the discovery and
assessment process as highly positive (e.g., feeling heard, having opportunity to
explain their needs in their own voices, versus checklist assessments), nearly all
also expressed frustration with the time delays concerning their initial experience
with the pilot.

Participants’ needs are met using a variety of means and activities that can be
replicated and sustained outside of the pilot project.

Possibly, but not without substantial additional resources.
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Findings from the process evaluation suggest replication and sustainability of
services post-pilot will present an issue that requires attention for future planning,
including possible resource allocation.

For example, case management was deemed an effective approach to ensuring
person-centred service delivery for pilot participants, but such an approach will
require additional resources should it be replicated or sustained beyond the pilot
duration.

Given the many positive impacts attributed to the IAS pilot, as indicated by the
participants themselves, we suggest efforts be made in considering replicating
and sustaining the service aspects of the pilot. To this end, a cost/benefit
analysis of the pilot, in addition to the social return analysis of our work, be
considered to determine the cost effectiveness of the IAS pilot services. We
discuss this further in the Conclusion section.

12.The voices and opinions of persons with lived experience of disability and those
receiving services living throughout Manitoba are well represented and heard
throughout the project.

Yes, mostly. a) Accessible engagement gathered lived/living experiences from
over 200 individuals throughout Winnipeg, rural, and northern Manitoba. This
input was provided to the steering committee in the Interim Report (round one of
engagement) and in the Engagement Report (rounds one and two of
engagement); b) the lived/living experience of pilot participants was provided to
the steering committee through the Interim Report (round one of the process
evaluation). Additionally, the steering committee included representation of
persons with lived/living experience, however, some of these representatives
expressed power imbalances within the operations of the steering committee.

13.Recommendations identified through the evaluation of the IAS pilot are
implemented in a timely manner to inform future service delivery.

To be determined.
Per #6, this question may be assessed through on-going monitoring post-pilot.

Compilation of Findings and Recommendations

The following findings are informed by the engagement:
1.a) Barriers to Adult Disability Services System
1.b) Inadequate Income Supports

1.c) Future Care Planning for Families
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1.d) Home Care Needs and Care Provider Training

1.e) Disability Services in Rural Manitoba and Provide Compensation for Travel
Expenses Incurred by Individuals Living Outside of Winnipeg

1.f)  Coordination and Integration of Service Provision

1.g) Transition to Adulthood Supports and Services

1.h) Dignified Housing Options

1.i)  Support for Family Caregivers

1.j)  System Navigation Services to Connect People to Resources
1.k) Public Buildings and Spaces

1.1)  Manitoba’s Wheelchair Services

1.m) Provincial Advocacy for Persons with Disabilities and Family Caregivers
1.n)  Mental Health Supports for Persons with Complex Disabilities
1.0) Regional Representation in Provincial Funding Discussions
1.p) Residential Model and Home Share Budget Issues

1.q) Mitigation Strategies for Workforce Challenges in Disability Services Sector

The following findings and recommendations are informed by the process evaluation:
2.a) Enhance recruitment efforts

2.b) Broaden recruitment and selection catchment to include rural Manitoba

2.c) Redress timeliness issues for the pilot

2.d) Strengthen the relationship between the pilot researcher and the steering
committee

2.e) Plan and resource replication and sustainability efforts post-pilot

2.f)  Fully support the collaborative process
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2.9) Engage government leadership in the pilot

2.h) Fully support the collaborative process

2.i)  Define and articulate the role of steering committee members

2.j))  Secure an engaged government leadership in the pilot

2.k) Plan and resource replication and sustainability efforts post-pilot

2.1)  Strengthen the relationship between the pilot researcher and the steering
committee

The following findings and recommendations are informed by outcome evaluation:

3.a) Facilitate peer support so that we can benefit from mentorship by our peers and
learn how to best advocate for ourselves.

3.b) Assist with recruiting and organizing our home care staff. Our additional hours of
home care support are great, but we need help with recruiting and organizing staff.

3.c) Provide accessible housing navigation. Housing is a huge barrier and priority for
us.

3.d) Adapt the rules so that our staff can accompany us into the community and
beyond our building limits. Allow our home care hours to be used for meaningful
community participation.

3.e) Design the assessment process for service applications to allow for open-
ended responses so that we can describe our needs in our own words and demonstrate
our eligibility for your program.

3.f)  Design a system of supports for adults with disabilities that help us to thrive, not
just survive. The sole focus on our safety must also be accompanied by considerations
of dignity and community participation.

3.9) Bridge youth-adult transitions with better planning that ensures continuity of
services for us.

3.h) Improve conditions for support staff. Constant staff turnover is stressful and
traumatic for us.

3.i)  Treat us like we are the experts of our disability needs. Because we are.

3.j)  Give us access to the home care support we need so that we can have a
relationship with our family and friends that does not have to centre on our care needs.
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3.k) Value, don’t punish, our contributions toward part-time employment.

3.)  Recognize and address the economic costs of living with disability and help us
live with dignity.

Connection of Findings to Research:

This section connects the research conducted by the St.Amant Research Centre to
many of the findings cited in the previous section. The full research findings of the
St.Amant Research Centre are provided as Appendix F.

Assessments: With respect to best practices in assessment procedures (finding #3.e),
the St.Amant Research Centre conducted research to explore intake methods for adult
integrated care. A key review by the National Institute for Health and Care Excellence
(2022) suggests the importance of individualized and tailored needs assessments, as
well as clear communications concerning assessments. As was identified through our
outcome evaluation, this study suggests accessible, person-centred formats are
important considerations, including sufficient time, flexible, clear, and plain language
approaches in assessment.

In sum, this research emphasizes the importance of assessment procedures that are
person-centred, collaborative, transparent, and responsive to individual preferences and
circumstances.

Reference:

National Institute for Health and Care Excellence. (2021). Adults with complex

needs: Social work interventions including assessment, care management and
support. https://www.nice.org.uk/guidance/ng216/documents/evidence-review

Self-directed care: With respect to self-directed care models (findings #1.a; #1.1; and
#3.i:), the St.Amant Research Centre conducted research to explore models of best
practice. A key study (Kelly, Jamal, Aubrecht & Grenier, 2020) found that of twenty self-
directed care programs in Canada, four programs explicitly permitted funding to be used
for equipment purchases. Further, eight of these twenty programs provide flexibility for
expenditures related to personal care, social participation, and individualized supports.
One Manitoba-based program (In the Company of Friends) reflects an individualized
funding model that offers flexible funding of $9,300 per month, which can be allocated
toward worker wages, training, and equipment costs.

Reference:

Kelly, C., Jamal, A., Aubrecht, K., & Grenier, A. (2020). Emergent issues in
directly-funded care: Canadian perspectives. Journal of Aging & Social Policy,
33(6), 626—646. https://doi.org/10.1080/08959420.2020.1745736
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Further, a jurisdictional scan conducted by the St.Amant Research Centre reveals
programs in Saskatchewan and Alberta that provide no-cost/low-cost long-term
equipment loans for hospital beds, wheelchairs, ramps, mobility aids, and home
modifications.

The Saskatchewan model examined is called Saskatchewan Aids to Independent
Living. Information gathered by the St. Amant Research Centre describes the program
as follows:

In Saskatchewan, the main way individuals with a disability access equipment is
through the SAIL equipment loan program, which allows individuals to borrow
equipment such as wheelchairs, transfer assists, and hospital beds. To access
this equipment, a physiotherapist or occupational therapist must submit a
requisition. Once requested, equipment should be ready for the individual in 2
weeks to 3 months. The program will help maintain and repair equipment as
needed, and it can be kept for as long as necessary and it doesn’t cost any
money.

While there is no formal evaluation data available on this program, overall, people are
satisfied with this service, according to anecdotal information collected from the
program administrators. More detailed information on the Saskatchewan model is found

in Appendix F.

The Alberta model examined is called Alberta Aids to Daily Living. Information gathered
by the St.Amant Research Centre describes the program as follows:

In Alberta, you can get help with equipment through the Alberta Aids to Daily
Living (AADL) program, run by the health ministry. To qualify, you need to live in
Alberta and have a long-term disability or serious illness. A health professional
will assess your needs and guide you through the program. This person is called
an authorizer. Once approved, an AADL-approved vendor will provide the
equipment, and you pay a part of the cost (25%, up to $500 per year). Low-
income individuals might not have to pay this cost-share, and some people can
be fully exempt if they receive other benefits. If you choose more expensive
upgrades or extra features, you will need to cover those costs yourself.

While there is no formal evaluation data available on this program, some anecdotal
evidence suggests the program has been met with some dissatisfaction among service
users related to administrative burden and wait times. More detailed information on the
Alberta model is found in Appendix F.

Eligibility requirements: With respect to eligibility requirements for adult disability
services (finding 1.a), the St.Amant Research Centre conducted a jurisdictional scan to
explore eligibility criteria across Canada in order to determine if jurisdictions, like
Manitoba, use 1Q-based criteria to determine eligibility to services. This scan reveals
that many jurisdictions (i.e., Alberta, Ontario, Saskatchewan) implement the same
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eligibility practices compared to Manitoba; however, British Columbia and Nova Scotia
do employ different eligibility criteria that enables service provision to individuals who do
not meet traditional 1Q criteria.

The eligibility criteria for British Columbia’s Community Living British Columbia Program
includes a developmental disability diagnosis before age 18 years of age OR an FASD
(fetal alcohol spectrum disorder) or ASD (autism spectrum disorder) diagnosis after 18
years of age.

The eligibility criteria for Nova Scotia’s Disability Support Program includes an 1Q
criteria OR a long-term mental illness, physical disability, or acquired brain injury.

In sum, this scan identifies two jurisdictions in Canada with flexible eligibility criteria for
their adult disability services programs, outside of IQ-based criteria, suggesting
alternative approaches to eligibility requirements that could be considered in Manitoba.

More detailed information on the British Columbia and Nova Scotia models is found in
Appendix F.

Housing options: With respect to housing options (findings #1.h, #3.b, 3.c, and 3.j), the
St.Amant Research Centre examined a scoping review (Lindsay, Fuentes, Ragunathan,
Ross, 2024) of 60 studies from 18 countries that explored community-based housing
and the positive impacts of same. This review reveals that removing barriers to
accessible housing is associated with improved independence, safety, quality of life,
physical and mental health, and social inclusion. Further, the research recommends the
following policies: legally require buildings to be accessible; enforce rules that protect
the rights of people with disabilities in housing; and ensure programs are available to
people to help pay for home modifications. Other solutions include smart home
technology and mobile apps that help find accessible housing.

In sum, this review identifies many benefits of community-based housing supports for
adults with disabilities and suggests a number of policies that support community-based
housing for persons with disabilities.

More detailed information on the benefits of community-based housing supports is
found in Appendix F.

Reference:

Lindsay, S., Fuentes, K., Ragunathan, S., Li, Y., & Ross, T. (2024). Accessible
independent housing for people with disabilities: A scoping review of promising
practices, policies and interventions. PLOS ONE, 19(1), e0291228.
https://doi.org/10.1371/journal.pone.0291228
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Income supports: With respect to income supports (findings #1.b, 3.k; and 3.1), the
St.Amant Research Centre conducted a literature review of nine peer-reviewed
Canadian studies (references below). This review examined a variety of income support
programs, including provincial disability programs, social assistance programs, private
disability programs, and long-term disability insurance. The delivery of income support
programs reflects different funding models, including categorical disability programs,
integrated social assistance, and a hybrid of these two models. Additionally, eligibility
criteria varies across these income support programs, ranging from restrictive (medical
advisory board certification), stream-lined (one-time physician assessment), and
comprehensive (assessment from various healthcare professionals). Benefit levels also
vary from flat-rate (standard amount for basic needs) or needs-based (customized
amount to actual expenses). Importantly, some programs allow participants to keep
their employment earnings, without reducing their benefit amounts. In essence, this
approach promotes (does not de-incentivize) part-time employment.

Findings from this review demonstrate most of these programs are administered
through rigid, complex means-tested eligibility frameworks, marked by inconsistent and
non-transparent application. Further, the programs did not offer sufficient income
support, with levels falling below the poverty line and rarely indexed to inflation. Further,
coverage of disability-related expenses (e.g., drug costs, transportation) were not often
covered and access to such programs was hindered by administrative barriers and
restrictive eligibility criteria. Moreover, certain populations were unfairly disadvantaged,
including women with disabilities, people with mental iliness, and those individuals who
wish to work part-time.

Across Canada, income support programs vary in the amount of monthly provincial
benefit. Manitoba ranks 7t out of the ten jurisdictions studied (in other words,
Manitoba’s provincial monthly benefit of $1,260/month is the 7" highest / 4t lowest of
the programs examined across Canada). The highest rate is $1,759 (Newfoundland and
Labrador), and the lowest rate is $1,060 (Alberta).

In sum, the review by the St. Amant Research Centre corroborates our findings with
respect to inadequate income supports for persons with complex disabilities. It also
demonstrates the systemic ways the disability services system de-incentivizes part-time
employment. Importantly, this review identifies categorial disability programs (separate
or enhanced disability benefits) as providing higher incomes to adults with disabilities,
though such income is still well below the federal low-income cut-off. Further, a
combination of flat-rate and needs-based benefit levels appear to provide Canadian
adults with disabilities a higher income, though, again, the rate is still below the poverty
line.

More detailed information on different models of income supports is found in Appendix
F.
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Family caregivers: With respect to family caregivers (findings #1.i and 3.j), the
St.Amant Research Centre conducted a review of ten Canadian studies that examined
formal support programs that assist family caregivers of adults with disabilities living in
community settings. Such programs were consumer-directed and community-delivered;
publicly-funded and formal service; institutional-based with caregiver training; group-
based and community-delivered; and transitional care coordination. The funding models
for these programs varied from direct, self-managed, to agency-mediated.

Findings from this review suggest consumer-directed support improves access to
healthcare, improved mental health, reduced unmet needs, and lowered out-of-pocket
expenses, especially among low-income families. Higher home care use (lower
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institutionalization) was associated with families accessing these interventions and
respite programs. Caregiver competency and satisfaction was also associated with
these programs. Considerations of successful program delivery included individualized,
flexible, accessible, comprehensive, multi-component, and long-term delivery.
Additionally, a sustainable and adequate workforce was integral to successful program
delivery.

One such program, the federal El caregiver benefit, provides short-term income
replacement to a caregiver, has not yet been adequately evaluated. Further, the
Canada Caregiver Credit and the Disability Tax Credit, both non-refundable tax credits,
also have not yet been adequately evaluated to determine their impact on caregivers.
However, some program participants have expressed positive benefits of these income
supports, including increased empowerment and reduction in stress.

In sum, this review identifies several caregiver support programs delivered across
Canada. While preliminary findings suggest positive impacts, rigorous evaluations are
pending.

More detailed information on different models of supports for caregivers is found in
Appendix F.
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Transition supports for family caregivers: With respect to transition supports for family
caregivers (finding #1.c), the St Amant Research Centre concluded there is limited
international research (and no Canadian-based research) concerning transition planning
and supports for caregivers who are aging or becoming unable to provide continuing
care. Three studies reveal some benefits (though not rigorously evaluated) of peer-led
workshop training (references below).

A review of the grey literature did reveal the delivery of such programming, though
these supports have not been evaluated to demonstrate their effectiveness. These
examples include: Future Planning Tool (federal); PLAN/Plan Institute/Partners for
Planning (privately and publicly funded); AIDE Canada (publicly funded); and Siblings
Canada (Canadian Centre for Caregiving Excellence).

Additionally, in Manitoba, the Continuity Care program (privately funded) provides
support to family members in planning for the care of their loved one. This program is
low-cost and it has not been evaluated.

In sum, this review reveals several programs across Canada that support caregivers in
future planning. These programs are privately or publicly funded, no to low-cost, and are
not evaluated for their effectiveness.

More detailed information on different transition supports for caregivers is found in
Appendix F.
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Rural service delivery: With respect to rural service delivery (finding #1.e), the
St.Amant Research Centre conducted a review of ten peer-reviewed Canadian studies
to examine service models and programs in rural communities (references below).
These programs varied in setting (rural, remote, urban) and included homecare,
nursing, long-term care, dementia care, and chronic disease self-management. The
service delivery models varied from technology-enabled care, integrated
interdisciplinary teams, hybrid of both, government-funded, community or home-based,
and government-funded homecare is more accessible in rural communities compared to
for-profit services.

Further, technology-based supports (telehealth, telehomecare) are successful in
addressing geographical barriers, although limited internet access remains a barrier for
remote communities. When persons with disabilities living in rural communities secure
access to programs, they experience improved self-efficacy, health, social inclusion,
and reduced costs associated with travel.

A Hub-and-Spoke model (a regional hub with interprofessional teams that provide
supports while local “spoke” sites deliver ongoing care under the guidance of the team
through virtual consultation) appears to be a promising practice, as it allows persons to
remain in their home communities, reduces their ER visits, and increases their self-
reported satisfaction with services.

Other programs that address rural needs include Yukon’s rehabilitation therapists,
Alberta’s mobile MRI and dialysis services, and British Columbia’s mobile medical unit.
While these programs have not been evaluated to demonstrate their effectiveness, they
appear to provide flexible service to remote geographies.
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In sum, this review demonstrates a number of jurisdictions have implemented
technology and mobile-based options to deliver services to geographically remote
communities, though they have not been rigorously evaluated.

More detailed information on rural models of supports is found in Appendix F.
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Rural staffing: With respect to rural staffing (findings #1.d and 1.q), the St Amant
Research Centre conducted a review of ten peer-reviewed Canadian studies
(references below) to examine recruitment, retention, and training strategies to address
shortages of the workforce.

This review reveals a number of recruitment strategies, including communication
technologies (e.g., distance training), financial incentives, continuing professional
education, work environment improvements, and targeted marketing have been
implemented across Canada. Limited outcome evaluation data indicted work
environment improvements and financial incentives were effective, though further
evaluation is needed.

Further, several retention strategies, including work environment improvements, stress
management, continuing professional education, support and financial incentives have
also been implemented. Limited evaluations indicate reduction in burnout and increased
retention, though, again, further evaluation is needed.

Several training and education strategies, including continuing professional education,
communication technologies, mentorship, stress management, and structured transition
programs have been implemented. Limited evaluations indicate increased workforce
knowledge and reduced burnout, though further evaluation is needed.

Further, a jurisdictional scan reveals several recruitment, retention, and training
programs, though these have not been evaluated. For example, Saskatchewan’s Rural
and Remote Recruitment Incentive offers $50,000 over three years for nurses; Prince
Edward Island offers $5,000 for placements outside of its main city; and Nunavut
provides $3,000 signing bonuses plus up to $15,000 for retention over two years.
Further, British Columbia offers $8,000/year through its provincial rural retention
incentive; Ontario has implemented a permanent $3/hour increase for personal support
workers; and Manitoba established a funded wage floor of approximately $19/hour for
disability support workers. Other supports, such as “earn-while-you-learn” models help
to expand the workforce (e.g., British Columbia’s Career Access Program, Nova
Scotia’s condensed 6-month continuing care assistant pilot program).

In sum, this review illustrates a variety of strategies designed to recruit, retain, and train

the rural workforce needed to adequately support persons with disabilities, though there
is little rigorous evidence to demonstrate the effectiveness of same.
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More detailed information on workforce strategies is found in Appendix F.
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Conclusion

Findings:

The outcome evaluation of the IAS pilot revealed numerous strengths in providing
intensive case management, person-centred, flexible, self-directed support to
individuals with both a medical diagnosis and complex disability. For many pilot
participants, they received modest home care supports that greatly improved the quality
of their lives. Indeed, these individuals expressed concern that without such modest
support, they would be at significant risk of losing their ability to live independently.

While the IAS pilot was negatively reviewed by some of the participants (approximately
20%), for the majority of participants, the pilot improved their quality of life by providing
supports that they would otherwise not receive. To this end, the pilot achieved its
intended goals.

In contrast, the findings from the process evaluation indicate that the IAS pilot was
unsuccessful in demonstrating a new community-government partnership approach to
creating and implementing a new program. Issues related to collaborative decision-
making emerged early in the initial phase of the pilot, and these issues remained a
barrier to true collaboration throughout the pilot’s duration. All steering committee
members, including community and government representatives, expressed frustration
over this pervasive issue. All steering committee members expressed a sincere hope
that the enhancements made to the adult disability services system could be continued
post-pilot, though many expressed concern that without support from decision-makers
and additional resources, these improvements would be unsustainable following the
conclusion of the pilot.

While the pilot was limited in its geographical scope, the engagement findings present
feedback gathered outside of Winnipeg from persons with both a medical diagnosis and
complex disability (and their loved ones/family members, where applicable). This
feedback offers important perspectives that were not raised by the IAS pilot participants,
especially barriers to access within Manitoba’s rural and northern communities.

Limitations:

Ouir final report yields recommendations that are grounded by the individual
experiences of the pilot participants, as collected through our evaluation; and the
experiences of persons with disabilities, as collected through our engagement. To this
end, some of our recommendations reflect perspectives of a previous time context (e.g.,
wheelchair services recommendations reflect feedback gathered in 2023). As such,
some of our recommendations may not reflect policy changes or investments that have
taken effect following the gathering and reporting of data collection conducted in the
earlier phase of our work. Subsequent work that monitors and assesses the impacts of
new policy changes and/or service investments should be considered in ongoing work
post-pilot.
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Next Steps:

While our evaluation offers an important Human Rights Impact Assessment of the pilot,
we recommend further investigation into same through concerted research and policy
analysis.

We also recognize that our evaluation of the pilot focused solely on the social return of
the pilot, per our Human Rights Impact Assessment framework. Additionally, a cost-

benefit analysis (economic return) of the pilot may be important in future planning and
decision-making related to next steps, post-pilot.

Appendix A: Engagement Findings from Round One
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Chalet Point Consulting moderated six public engagement events. Two events were
hosted online, and four events were held in-person. The events took place between
November 2023 and February 2024. Two in-person events were hosted in Winnipeg,
one event was held in Dauphin, and one was held in Brandon. The Cerebral Palsy
Association of Manitoba co-hosted the Brandon event, and Family Advocacy Network
co-hosted one of the two Winnipeg events.

Each event was open to the public, and the 70 attendees included people with lived
experience, families involved in supporting a loved one, and workers and
representatives from organizations that deliver services to people living with disabilities.
Events were hosted at locations with strong accessibility features, and posters and all
events' advertisements included an active offer to provide accessibility
accommodations.

The following themes reflect the lived/living experiences of engagement participants at
time of data collection:

Barriers to Adult Disability Services System

Corroborated by participants, the current eligibility protocol for Manitoba’s adult disability
services system, Community Living DisABILITY Services (CLdS), presents a barrier for
persons with disabilities who do not meet the 1Q criteria. Reviewing the application
practices of this 1Q criteria policy falls outside the scope of this evaluation and should be
followed up by the St.Amant Research Centre.

As told by engagement participants representing rural Manitoba noted several concerns
with eligibility barriers to CLdS, especially for those with acquired brain injury, seizure
disorder, or other medical conditions that prevent persons from safe and independent
living in the community. As these individuals are not eligible for CLdS supports,
including supported housing, engagement participants fear the individuals are forced to
live in the hospital or in personal care homes—housing options that are not their
preferred choice and are also very expensive for the provincial government.

Further, many engagement participants stated their disappointment that equipment
costs that had once been covered when they were under 18 years old are not covered
once they become adults (e.g., new seat cushions for wheelchairs). This disparity
between children’s disability services and adult disability services was a common theme
cited by participants across all engagement sessions, with many suggesting the barriers
and gaps experienced in the adult disability services system could be easily redressed
by adopting the funding and service approaches of the children’s disability services
system.

The following quotes from engagement participants reflect the above findings:
“Hospitalization costs the government substantially more than providing supports

in the community. We feel that this injustice would be remedied by changing
CLdS eligibility to include all disabilities.”
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Inadequate Income Supports

According to engagement participants, more funding is needed to meet the basic needs
of persons with disabilities such as accessible housing; transportation; specialized diets;
para-health services; and the additional living expenses that persons living with a
disability incur. Additionally, engagement participants noted income support programs
like EIA need to be more flexible to better meet the needs of persons with disabilities.

Engagement participants also stated that financial assistance is inadequate to support
access to necessary para-health services such as physiotherapy, occupational therapy,
and speech therapy, as well as health products (e.g., incontinence supplies).

Further, many individuals we heard from, who earn a part-time income, experience claw
backs of income and/or the loss of benefits. EIA funding allocated for dental, eye-care,
and other extended health benefits are not enough to pay current cost rates; and this
makes finding quality, accessible healthcare providers who are willing to provide
services at a reduced cost rate very challenging.

Moreover, the cost of respite services is higher than the provincial benefit provided to
individuals. This means that for many of the engagement participants we heard from,
they must pay out of pocket for the mileage expenses of their respite workers.

Additionally, respite services must be paid out of pocket by individuals, and
reimbursement for same takes 30 days — a financial strain that burdens individuals
already experiencing inadequate income to support the additional living and care
expenses associated with their disability.

The following quotes from engagement participants reflect the above findings:

“I have four college degrees, and | work part-time. This is as much as | can work
without taxing my body too far. | make barely enough money to live. There is no
supplementary wage boost. The only alternative | have is to quit my job and live
on EIA benefits.”

“I'm penalized for working part time. When transitioning into adulthood and
fostering independence, | began working and lost benefits and made less than
when | was on EIA. Being penalized for working part time is a big issue that
should be fixed in the EIA program.”

“The care possible program at Manitoba possible allows us to shop for respite.
However, they set their own wage, and it’s higher than what | get from the
government. And | also have to cover mileage on top of that.”

Support for Family Caregivers

A positive result of deinstitutionalization is that more people with disabilities are living in
the community. However, according to engagement participants, many parents and
family members are now called upon to support their adult child or loved one in living
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independently (e.g., helping to manage care plans or providing services themselves),
and these family caregivers need more help. Parents who are primary caregivers for
their children (some live with them, and some live in the community) are experiencing
burnout. As respite is difficult or even impossible to access, parents and siblings often
play the unpaid role of caregivers. Put simply, they need reliable support like home care
and respite to avoid burnout.

Additionally, engagement participants expressed disappointment that as family
members/family caregivers, they are not allowed to hire other family members to
provide respite to fill the gap in respite capacity across the province. Further, the lack of
home care and skilled nursing staff in rural areas is particularly low.

Some engagement participants stated that the expectation on family members to
provide care for their loved ones is unrealistic. Many family members work full-time and
have limited time to support the care needs of their loved ones. Moreover, many family
members are retired/retiring and, as they age, are coping with their own increasing
medical needs. These parents feel increasing stress about what will happen to their
child when they inevitably pass away (this issue is discussed further in a subsequent
finding).

The following quotes from engagement participants reflect the above findings:

“...Families that provide caregiving do not receive enough support. The family
often fulfils the role of full-time caregiver, which saves the taxpayers thousands of
dollars per month compared to [the cost of] living in care. But they [family
members] need support to prevent burnout. Respite is difficult to arrange and
often costs more than the amount allocated by the province. Financially, the tax
credit for a primary caregiver is $1300 a year, which is not very much, and the
paperwork is very onerous to get that small amount. By providing a little bit of
support, such as a few respite hours once a month, it will ensure families can
continue to provide this care”.

“We have not had a holiday nor respite for 20 years. We’re exhausted.”

Support to Families for Future Care Planning

Many engagement participants stated that they provide regular support for their adult
children so they can live independently. These adult children do not qualify for public
assistance and as such, are supported by their parents/family caregivers. However, as
parents/family caregivers age, they will no longer be able to provide such care. In turn,
their adult children will require future care and support through the province’s adult
disability services system. Planning for this inevitable influx must begin early to ensure
seamless transitions for these adult children, and to ensure Manitoba’s adult disability
services system is resourced appropriately.

The following quotes from engagement participants reflect the above findings:
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“l wake up at night wondering what happens when we are gone?”

“My adult child with autism is good at her job and can live independently if she
has someone to arrange for help with daily tasks. She needs reminders for self-
care and regular coaching for relationship management. | do this now, but | won'’t
be here forever. The consequences of this lack of support will be the loss of
employment and then housing and then perhaps mental health.”

Care Needs and Care Provider Training — Especially in Rural Manitoba

Many engagement participants stated that there is not enough access to home care,
nurses, and direct support professionals. Further, of the current complement of care
providers, many require more training. There is also a lack of service providers who
deliver services in rural communities. As such, many persons with disabilities who live in
rural Manitoba often commute to Winnipeg for services, a costly and time-consuming
burden.

Additionally, engagement participants stated that home care is an important service for
many Manitobans who live with disabilities. Unfortunately, there's often a lack of
sufficient home care hours to meet the needs of those requiring assistance, especially
for those who live in rural Manitoba. Further, the lack of consistent care providers
burdens the person receiving services to use their often-limited energy and time to
provide ongoing training. Moreover, the option of self-managed home care is often not
available for persons who live in rural Manitoba or who do not have strong family
supports.

Last, the requirement that persons must have a backup plan to receive home care
services presents a barrier to access for individuals who do not have family or social
supports (persons who are often most at need for home care supports).

The following quotes from engagement participants reflect the above findings:

“It is very difficult to get access to any health services in Brandon. And every
specialist is in Winnipeg.”

“Training is needed for health care providers to safely assist patients onto a table
for MRI. The current policy is to tell patients they have to get themselves up onto
a table or a machine in order for them to take their tests. That means they must
hire a personal assistant for every medical appointment.”

“The hospital workers in emergency moved her poorly, dangerously, causing
additional suffering.”

“Our [child] has daily seizures, so someone needs to be with [them] at all times.
He developed this condition as an adult and has no home care support. We are
burned out with no help.”
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“In our family we could support our [child] but [they] want to be independent. And
[they] need required high training requirements. Home care turnover was high,
and the training fell on us.”

“There is a barrier in the eligibility for CLDS or home care. People who are
working must use their private funds to pay for supports.”

“l work and home care is very inflexible and unreliable. | was turned down for
self-managed home care because | live with anxiety. Now I do it privately, but |
have barely enough money with assistance from family.”

“This is life outside the perimeter.”

“Home care hours are reduced based on travel time. For example, a person
may be entitled to 3 hours of home care, but actually receive one hour, due to
travel time of staff.”

“Unfortunately, there are many people that require home care but do not have
family or social supports. These people have the most needs, but because they
do not have a backup plan, they are unable to receive home care services.
Some people will pay for an agency to be their back up plan, but most people do
not have the finances to do this.”

“Support staff are not always trained appropriately. Due to low wages people
who are in these positions do not see their employment as a career. This limits
how personally invested they are with their clients. The other issue is that
agency staff that are neglectful and end up terminated, are able to gain
employment with other agencies.”

System Navigation Services to Connect People to Resources

Many participants stated that identifying and accessing publicly available services and
programs can be challenging. For people living with disabilities, the energy and ability
needed to research and navigate the complex rules and requirements may be limited.
Service navigators, it was suggested, would help many individuals who are
experiencing difficulty in navigating the school system; the transition to adulthood and
the adult services system; Employment Insurance Assistance and other income/living
expense-related benefits.

A lack of system navigation may also limit access to full participation and inclusion in
the community for persons with disabilities, especially those who do not have strong
family supports.

The following quotes from engagement participants reflect the above findings:

“Many people with disabilities experience social isolation...they lack social
supports and need assistance with things such as attending medical
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appointments, advocacy within a complex medical system, assistance in
completing tasks within the community, and living a life that is inclusive.”

Disability Services in Rural Manitoba and Compensation for Travel Expenses Incurred
by Individuals Living Outside of Winnipeg

As cited above, many disability services are unavailable in rural Manitoba (i.e., Dauphin
and Brandon), such as Occupational therapy, physiotherapy, wheelchair repair. As
such, service providers must often commute to rural communities to provide needed
care to persons with disabilities, a costly and time-consuming burden.

Additionally, public transportation options to Winnipeg for persons with disabilities who
live in rural Manitoba are often inaccessible; costly; and, in many rural communities,
unavailable.

Engagement participants representing Brandon and Dauphin stated that most
appointments for required para-health services, care specialists, and wheelchair repair
services require individuals to make a round trip to Winnipeg of 6 to 8 hours.

The following quotes from engagement participants reflect the above findings:

“Travel to Winnipeg is necessary for many services. Yet the mileage is not
covered.”

“I have to pay out of pocket for respite services and then wait 30 days for
reimbursement. This is not something | can afford, and the respite workers don'’t
want to wait either. No wonder there are few respite workers in Dauphin.”

“The wifi/cell service is spotty in Dauphin, so Zoom services can be poor, and
some cannot access Zoom—technology has its barriers.”

“There is no home care available within the community. Travel time is deducted
from allocated hours. There are no nurses in the community for more complex
home care needs.”

“Many people in rural areas do not have access to personal transportation. Due
to lack of transportation, some individuals have to make life or death decisions,
based on the fact that they physically cannot attend treatments or
appointments...People who can’t attend specialist appointments for preventative
issues, become more ill, which increases their risk for death or institutionalized
care.”

Inaccessible Public Buildings and Spaces
According to engagement participants, the lack of accessibility in public buildings and
spaces adds another layer of barriers to accessing public services. Participants
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suggested an audit of physical accessibility in Winnipeg and rural communities be
undertaken to demonstrate the extent to which public services are inaccessible to
persons with disabilities. For example, a provincial building that provides services for
wheelchair users is inaccessible (it does not have an automatic door). Further examples
include hospitals without accessible washrooms or accessible main entry doors; schools
without accessible entry doors within the building; medical and MRI service settings that
do not have a mobility lift; and a lack of handicap parking stalls at public buildings.

The following quote from an engagement participant reflects the above findings:
“I have both a physical disability and a mental health disability. Recently | was
refused care for my mental health needs because the building was inaccessible
[to the care provider].”

Manitoba’s Wheelchair Services

A functioning and safe wheelchair is critical to living in community. However, according
to engagement participants, the process to get repairs and maintenance done is
challenging, and the criteria for same is too restrictive. Given that the mobility needs
and bodies of individuals age/change over time, modifications to wheelchairs must be
facilitated in a timely manner to ensure quality of care for wheelchair users. As stated by
one participant, wheelchairs do not last forever; they need to be replaced after years
and decades of daily use.

Further, the waitlist for repair service and regular wheelchair maintenance is growing
and is forecasted to grow significantly in the upcoming decades, as Manitoba’s
population ages. However, the capacity of Manitoba’s wheelchair services program has
stagnated. As such, the already overburdened provincial wheelchair services program
will soon reach a crisis point if capacity issues are not addressed as soon as possible.
Additionally, because Manitoba’s wheelchair services program is solely based in
Winnipeg, wheelchair users who live in rural Manitoba face additional barriers in
accessing wheelchair services, including cost and time related to transportation
requirements, as stated earlier (bullet 6).

The following quotes from engagement participants reflect the above findings:

“The wheelchair [repair] criteria makes it difficult to get modifications or upgrades.
I’'m suffering and it’s dangerous. | am considering suing.”

“I can’t function well in the old chair. It’s broken down. [Manitoba’s] wheelchair
services can’t upgrade it even though my pads are worn. | need better back
support now, and my back tires are completely bald, so | am housebound in poor
weather.”

Coordination and Integration of Service Provision
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According to many engagement participants, navigating and accessing required care
services and programs is an onerous task. In Manitoba, each provincial department and
non-profit organization operates independently. Several engagement participants
reported that they have never meet or spoken directly with their case worker.
Application forms and proof of qualifications must be submitted to each department or
organization separately and none of them know what the other is providing (or not
providing).

One engagement participant cited the person-centred approach taken in Australia in
delivering disability services. Accordingly, every person with a disability is assigned a
case worker at birth or upon acquiring a disability; and this case worker provides system
navigation support, program application support, and personal advocacy as needed.
This type of personalized care and support was cited as an approach many participants
wished they had.

The following quotes from engagement participants reflect the above findings:

“If service providers would focus on my needs instead of only my diagnosis, |
could get the appropriate help | need.”

“Interdepartmental communication needs work. There’s a lot of paper shuffling or
red tape between departments and accessing services. There doesn’t seem to
be a way for the departments to speak to each other effectively.”

“Youth over 16 [years old] with intellectual disabilities are often not included in
some health care because they opt out. They are told they can decide. But as a
parent I'm also [my child’s] support person to ensure [they] get the care [they]
need, whether or not [they] understand that [they] need it.”

“It's humiliating [the process to get services]. We are seen as less than.”

“Our family situation had to fall apart, even though it was preventable, before we
got support. This was not a dignified situation.”

“Offer basic home management/operation services to keep people in their homes
longer. I'm an adult who developed a serious autoimmune disease and was
paralyzed but can now ambulate. | could stay in the community-based home if
assistance was available for house management.”

Transition to Adulthood Supports and Services
According to some engagement participants, the School Transitions Protocol’!, aimed
at smoothing students' transition from school to adult life, faces accountability issues

" Find protocol here:
https://www.edu.gov.mb.ca/k12/docs/policy/transition/bridging_to_adulthood_protocol_e
n.pdf
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and insufficient funding from the Department of Education, hindering its effectiveness.
Parents worry about post-school plans as their child nears adulthood due to limited
support in adult employment services; long waitlists for crucial assistance like resume
writing; and challenges faced by individuals with specific needs (e.g., mobility issues) in
finding suitable employment opportunities. These issues signal significant shortcomings
in the current system and the implementation of the school transition protocol.

According to several engagement participants who discussed Manitoba’s public school
system, accessibility services available to students with disabilities decrease once they
enter high school grades. For example, we heard that some high schools do not offer
speech therapy or occupational therapy. Further, several engagement participants
stated there is a concerning lack of life skills education programs in schools.

For example, some engagement participants representing a rural community said that
the inclusion goals of schools once achieved years ago have since fallen apart.
Students with disabilities in these schools need services and life skills education,
beginning at an early age and continuing throughout high school.

Engagement participants suggest there is a lack of accountability and capacity to
ensure the school transition protocol, as the provincial Department of Education does
not resource schools to fully implement the protocol.

The following quotes from engagement participants reflect the above findings:

“Our child is getting closer to 18 years old, and we’re worried about what comes
next as there is no work program.”

“There is very little help in adult employment services. There’s a long waitlist for
resume writing help. And as someone with a mobility issue, | need a sitting job.”

Dignified Housing and Assisted Living Options

According to engagement participants, the current state of assisted living for individuals
with disabilities in Manitoba is deeply concerning, raising issues of dignity, rights, and
quality of care. Families struggle to visit their loved ones due to cramped conditions in
group homes and disruptive environments. Inadequate staff training and shared
facilities contribute to an institutionalized atmosphere, rather than a nurturing one.

Further, there is inadequate funding for home modifications (e.g., ramps, lifts); indeed,
many persons with disabilities do not receive any funding support for their necessary
home modifications. As a result of a lack of accessible housing options and/or home
modifications to remove accessibility barriers, some persons are forced to move into
personal care homes.

The following quotes from engagement participants reflect the above findings:
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“The lack of space in a group home poses problems when a family wants to visit.
Currently, the only way we can do this is to pick up our son and take him out,
which is very disruptive for him.”

“Most group homes don’t meet Manitoba housing criteria: no visitors in your own
home and shared bathroom, less personal space than 350 square feet, and no
overnight visitors.”

“This is still institutional living. In some group homes, the staff is not well trained.
They work in fear and become liability averse. This is not the atmosphere of a
home.”

“65+ facilities and assisted living home options don’t exist for us.”

“Our [child] does not fit the program’s check boxes so when we’re not here
anymore, [they’ll] end up languishing in an older adult care home with no
socialization with people [their] own age.”

“This [group home living] is not dignified care. The government should not rely on
non-profits to build accessible and supportive housing.”

“I have a [child] with autism. [They] had lots of support as a child. But after high
school, [their] progress fell. Now [they’re] nonverbal. [They’ve] lost 40 pounds
living in a group home. [They] can’t feed [themselves] well and [they] need help
to eat. [Their] food is left in front of [them]. But when [they] don’t eat or drink,
workers assume that [they] choose not to eat and respect that decision because
[they’re] an adult. [They’re] undernourished, dehydrated and very vulnerable.”

“Many people do not have financial resources or funding agencies to pay for
home modifications or ramps. People who do not have an accessible home are
hard pressed to find appropriate housing due to lack of same. People who can’t
access their homes and are unable to find accessible housing, typically are
forced to go into Personal Care Homes.”

Provincial Advocacy for Persons with Disabilities and Family Caregivers

According to engagement participants, individuals with disabilities face challenges
advocating for themselves due to various barriers like needing assistance with reading
and paperwork. One engagement participant, a person with a brain injury, stated feeling
unfairly treated by their insurance carrier, but lacks the support to advocate effectively.
This example indicates the significant disadvantages experienced by persons with
disabilities who do not have family caregivers to help them and advocate alongside
them. To this end, a provincial advocate was suggested to support these individuals.

Similarly, parents of an adult child with autism stated they struggle to access specialized
care in their home community and worry about the future of their child without adequate
support. These parents were experienced with and connected to the service system, but
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still expressed struggles in advocating for needed supports for their adult child. These
examples highlight the need for an accessible advocacy service for individuals with
disabilities and their family caregivers.

Further, it was suggested that a provincial advocate, arms-length to service provision, is
needed, separate and apart from the public guardian and trustee. As was stated by one
respondent, an advocate for enhanced services or greater access to services, cannot
also be the gatekeeper to such services. To this end, the provincial advocate should be
publicly funded to ensure equitable, province-wide support, but must also be seen as
non-government affiliated, much like the Manitoba Advocate for Children and Youth or
the Manitoba Ombudsman.

The following quotes from engagement participants reflect the above findings:

“l have a brain injury that has caused an intellectual disability. | don’t think | was
treated fairly by insurance. But | cannot advocate for myself because | need help
to read and use the computer. And filling out paperwork is very stressful. | wish
there were services that are available to people to help them advocate. If you
don’t have family to help you, you are on your own.”

“Our [adult child] has autism and complex care needs. We have a lack of access
to specialists. The hospital staff here don’t have the training to handle our
[child’s] anxiety and unruly behavior. We were told [our child] would be better off
going to the psych ward in Winnipeg. [One organization] offers crisis stabilization,
and that’s great, but it is only for three months and has a huge waiting list. We
are getting older, and we worry what will happen to [our child] when we’re not
there. [Their] group home is not able to advocate for [their] care.”
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Appendix B: Engagement Findings from Round Two

Chalet Point Consulting moderated six public engagement events held between
October 2024 and February 2025, through a variety of daytime, evening, and weekend
events, as well as video-based and in-person formats. In total, the perspectives and
lived experiences of 140 individuals, representing Winnipeg and some smaller cities and
rural communities (i.e., Steinbach, Thompson, Brandon), were gathered. The following
themes reflect their input related to the adult disability services system.

Each event was open to the public, and the 140 attendees included people with lived
experience, families involved in supporting a loved one, and workers and
representatives from organizations that deliver services to people living with disabilities.
Events were hosted at locations with strong accessibility features, and posters and all
events' advertisements included an active offer to provide accessibility
accommodations.

The following themes reflect the lived/living experiences of engagement participants at
time of data collection:

Barriers to Adult Disability Services System

As was identified by participants in round one, participants of round two similarly
identified barriers to accessing necessary equipment in the adult disability services
system, as compared to children’s services. Many participants indicated that adult
funding is more restrictive than children's services for essential items, that the approval
process is overly bureaucratic and requires excessive paperwork. Further, it was
suggested that provincial funding decisions for individuals often override professional
recommendations.
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The following quotes from engagement participants reflect the above findings:

“Through the Children’s Rehab Centre, my daughter was connected to a
snowmobile club who hosted a fundraiser to contribute to the child’s bike. After
she turned 18, | was one my own.”

Redress Inadequate Income Supports

As was identified by participants in round one, participants of round two similarly
emphasized the significant impact resulting from stagnant funding levels for basic needs
and supports that do not keep pace with the rising costs of living. According to many
participants, this has placed a significant burden on individuals with disabilities and the
organizations that support them, threatening their ability to maintain a basic quality of
life.

Support to Families for Future Care Planning
As was identified by participants in round one, parents of round two similarly identified
their worry for their adult children, especially as they age.

The following quotes from engagement participants reflect the above findings:

“IMy adult child] doesn’t have a [commonly recognized] physical disability or an
intellectual disability diagnosis even though he functionally has both, so he is not
connected to any community organizations and does not qualify for any
supports.”

“When we are gone, where will he go?”

Care Provider Training — Especially in Rural Manitoba

As was identified by participants in round one, participants of round two similarly
suggested that there is a critical lack of staff training for workers who support the
complex health needs of individuals. For example, workers supporting people with
disabilities are being asked to provide some high-level health care tasks yet are not
provided with sufficient training. This is a liability issue and is unfair to services users
and staff.

The following quotes from engagement participants reflect the above findings:

“... the complex health needs of some of the people we support. The lack of
training that we have for everything from a transfer, when somebody leaves the
hospital, southern health can train our staff on how to do two-person transfers,
but we're not funded to have two people on staff to do the transfers. The province
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tells us that we need to be trained on how to do a one-person transfer, but they're
not safe to do for either the staff or the person we support.”

“And the other things like diabetes management, tube feeding... all of those
things require staff to have certain training. And some get trained on something,
for example, somebody's just coming out of the hospital now, so, and they will
now need to be fed through a tube. And so that staff team will get trained by
somebody legit from the hospital to do that. However, that's a one-off. And so,
with staff turnover we do not get someone from the hospital to provide that
training again.”

“Because there's a certain liability, what is it we're asking staff to do without the
training.”

“Most staff who come to us do not have any medical training or sometimes only
grade 12. And people are carrying a tremendous weight of responsibility. We’ve
got phenomenal staff who step up. They're smart. They learn things as they go.
But if we were an organization that didn't pay attention to some of that training,
bad things would happen.”

“With disabilities and health care being different departments, health is not
developing the needed expertise for some folks. One person, he was being
discharged from the hospital to a PCH but they said his need were way to high
for them. The PCH didn't want him because he is too much care, but he wasn’t
acute so he didn’t belong in hospital, but we'll just put him in a home-share and
hope for the best. But the reality is that the staff are carrying that weight. But, you
know, they think about what happens to something happens when I'm on shift?”

Disability Services in Rural Manitoba and Compensation for Travel Expenses Incurred
by Individuals Living Outside of Winnipeg

As identified by participants in round one, participants of round two similarly identified
challenges related to rural and northern geographies. A strong theme from round two
indicated that Manitobans who live outside of Winnipeg, whether in cities or rurally, face
significantly more expenses and spend more time to access services as those living in
Winnipeg.

Several rural participants indicated that travel time is not considered in allocation of
their respite hours. Further, there are few public transportation options such as the
bus or Handi Transit like in Winnipeg. As such, individuals do not have the option of
catching a bus to go to appointments, work, or socialize.

Moreover, the complexity of service requirements is not well addressed in areas
outside of Winnipeg. For example, some participants indicated that while Shared
Health provides basic services, such as OT and PT, most specialist services are
only offered in Winnipeg.

The following quotes from engagement participants reflect the above findings:
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“It’s not fair for rural communities that need to travel longer distances on a
regular basis.”

“Plus, it's not just a simple process of transit. Now you need additional staffing
hours to go on the transportation side. If someone has been allocated 4 hours of
support per week and they want to work part-time, it comes out of their
support/care/medical services time.”

“Yeah, we have a lot of people who we support who would have an interest in
employment, but then how do you get to and from the employment, right? So
then maybe it's okay for the first while, because you have a job coach going with
you, so the job coach gets you there, but then once you're independent in your
jJjob, maybe you're not earning enough money to afford taxis — but there is no
public transportation.”

“[My adult child] has very few options to go visit his mother who lives in a care
home in town.”

“People who don’t have transportation options get very lonely because they don'’t
get out to visit friends and family — the stats on loneliness for people who live with
a disability show an increase in health issues.”

“We are told the Department of Families has disabilities in their portfolio, so the
Department of Health has resisted developing any disability specific knowledge.”

“Recently, we actually contracted with an OT who does children's OT
assessments in Southern Health. Because they specialize in kids’
assessments, they come with transferrable skills for working with adults with
various disabilities. They spent two full days on site to observe the behaviour
incidents. They spent time at the day program. They spent time at the
person's home and talked with the family. They connected with the doctor.
They did a holistic interdisciplinary board for us. It was life-changing for the
[person] who had the assessment done.”

“If we had just gotten the regular OT assessment, it would have been a quick
of visit with some basic recommendations. We would still have no strategy to
deal with the behaviour issues. That would have resulted in the Department
of Families Behavioral Specialist coming out, probably be there for an hour,
and recommend double staffing to manage the behaviour. Double staffing is a
common response to behaviour incidents, but it is short-term thinking and
much more expensive than getting to the cause of the behaviour and
implementing a plan to make the necessary adjustments.”

“Behavior is a bigger part of communication for people with disabilities. It's
expressing an unmet need, but this perspective is not covered in the standard
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OT training. The children's OT out of southern health did a phenomenal job.
And we have not seen an incident report for that individual in months now.”

SIS scoring policy

The Supports Intensity Scale (SIS), used to determine eligibility for Community Living
Disability Services (CLdS), was negatively viewed by several participants. Some
participants suggested the SIS does not take into consideration the changing needs of
individuals, especially as they transition to adulthood, mature, and age. (Reviewing the
application practices of this 1Q criteria policy falls outside the scope of this evaluation,
and should be followed up by the St. Amant Research Centre).

Further, many participants indicated that the use of SIS is not transparent to families.
Several participants worried about the lasting impact of the initial SIS score, as it
determines the number of care hours and eligibility to access services. While re-
assessment is possible, several participants suggested it is difficult to get approval for a
SIS reassessment.

As previously identified by several participants from round one, participants suggested
the 1Q test for eligibility to CLDS may mean that children without a lower 1Q, but who do
have complex disabilities, including developmental disabilities (e.g., autism) and
medical disabilities (e.g., seizures, Cerebral Palsy), are unfairly ineligible for CLdS
services.

Further, it was suggested by some participants that the age test for eligibility to CLdS
can mean that adults with acquired brain injury, or other complex health needs that
develop as an adult, cannot get access to certain services because of the requirement
of CLdS to have been diagnosed as a person under 18 years.

Transition to Adulthood Supports and Services

As was identified by participants in round one, participants of round two similarly
identified challenges with school to adulthood transitioning. For example, many
participants suggested schools are not equipped to inform families about adult services
available in the community as the child prepares to transition from youth to adulthood.
Participants described the difficulties families face in navigating the transition from
children to adult services for their young adult children with disabilities. These
participants highlighted the lack of a clear, supported process, leaving families feeling
overwhelmed and unsupported during this critical life stage.

The following quotes from engagement participants reflect the above findings:
“Community Service Organizations should have a funded position for schools

and families to reach out to for information and navigation to the options that
exist in the community.”
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“Many folks arriving in adult services have not been well prepared to enter adult

services.”

“So, we are getting kids when they're transiting to adults, and it's coming into our

system. And we frequently feel like we are starting from square one, because

we've seen that the school has a vision up to age 18 or 21, and that's it.”

“And | worry that there is a whole lot of time wasted when people could be better

prepared for adult life, whether that's post-secondary education, whether that's
jobs, whether that's independent living in no matter what that is, | don't feel like

students with disabilities are being prepared for life as adults, and whatever that

reality would be.”

Dignified Housing Options
As was identified by participants in round one, participants of round two similarly

suggested accessible, affordable homes are in short supply. Several participants shared

their experiences trying to find accessible and affordable housing options, particularly
for younger adults with disabilities. They noted a lack of available units, long waitlists,
and issues with the application and approval process, especially for individuals from

marginalized communities.

Further, some participants indicated that some communities do not seem aware that

their bylaws are in violation of human rights pertaining to shared homes.

The following quotes from engagement participants reflect the above findings:

“Supported individuals with higher psychosocial needs struggle to secure an

apartment as they need to get a guarantor, damage deposit, navigate the
advertisements and handle the communications with rental agencies.”

“We have a member who is desperate to move out of his apartment because of

poor management and the infestation of bed bugs. But there is nothing in his

price range for what he gets from EIA.”

“Costs like groceries go up, rent goes up, utilities go up, and there's no
mechanism for funding to go up.”

“A lot of time is invested to open a residential home. Certain communities
continue to enforce bylaws that impose restrictions, despite these bylaws being
in breach of human rights as evidenced by the PILC's findings concerning the
Springfield community. In Hanover, the issue was one of zoning, so the public
were able to comment during the evaluation process and the folks living in the

home were outed to the community through that process.”
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Mental Health Supports for Persons with Complex Disabilities

Participants highlighted significant barriers in accessing mental health support for
individuals with intellectual or developmental disabilities. They noted that those eligible
for CLdS are often denied access to mental health services, and that there is a lack of
coordination between the Department of Families and Department of Health. This
results in many individuals with co-occurring mental health and disability needs falling
through the cracks.

The following quotes from engagement participants reflect the above findings:

“People have been shut out of the medical system because of their
intellectual disability diagnosis.”

“It's like we need a Jordan's principle for the Province of Manitoba
departments.”

“If you have an intellectual disability and you also have a mental health
issue, the government won't let you have two diagnoses.”

“The department of Health and the department of Families are fighting to
keep you out of their department and thus their budget.”

Regional Representation in Provincial Funding Discussions

According to some participants, one of the challenges reported by organizations
operating outside of Winnipeg is a lack of regional representation at provincial funding
discussions. The current process requires an organization to submit a budget to the
province with an assessment of the number of staffing hours needed to support each
person. This can leave organizations under-staffed, should the province reduce that
organization’s budget. Several participants suggested regional representation may help
the province to better identify the budget needs of organizations.

Residential Model and Home Share Budget Issues

As indicated by participants, in a residential model the home share budget is shared
across three supported individuals. If one individual moves out of the home or passes
away, the province automatically reduces the funding by 1/3 even though the home still
requires 3 shifts over 24 hours. The organization must find a way to fill in the funding
gaps for this and other situations.

Further, funding models are not indexed to inflation nor consider increases in the cost-
of-living there is no funding increase to cover it. As well, safety and hygiene supplies
(e.g., gloves and pads) to perform personal care are no longer included in funding to
disability-serving organizations.

The following quotes from engagement participants reflect the above findings:
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“Gloves are a universal precaution... in the health system, it would be unheard of
for a nurse not to find access to gloves.”

“One of our members was told she was limited to 3 catheters.”

Mitigation Strategies for Workforce Challenges in Disability Services Sector

Several participants discussed the workforce challenges facing the disability services
sector, including inadequate funding, lack of training and standards for staff, and
significant wage disparities compared to the healthcare sector. These issues contribute
to high staff turnover and impact the quality of services provided to individuals with
disabilities.

Some participants representing healthcare service providers suggested that there is an
increase in the amount of paperwork they are expected to perform.

Further, some participants representing healthcare service providers stated their jobs
are becoming less attractive. They suggest there is an increase in people leaving such
jobs because the work is becoming more challenging due to increasingly complex care
needs, and too few staff to properly and safely give care. One such representative
indicated feeling moral distress after their patient was denied access to the equipment
that they prescribed after a detailed evaluation.

The following quotes from engagement participants reflect the above findings:

“Why is a bureaucrat denying access to medically prescribed equipment that a
licensed therapist has deemed necessary after a thorough evaluation? How do |
explain this to my patient?”

Appendix C: Process Evaluation Findings and
Recommendations from Round One

The purpose of the process evaluation for the IAS pilot was to assess all aspects of
establishing and implementing the initiative, including, but not limited to the following
aspects:

» structure, operations, and leadership

» community engagement, collaboration, and communications
» decision-making and conflict resolution

» training and professional development
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» accessibility, inclusion, and diversity

Importantly, the process evaluation explored how the operational and service delivery
aspects of the IAS pilot were experienced by pilot participants (and their loved
ones/family members, where applicable).

Using a mixed methods design (quantitative and qualitative methods), the process
evaluation included focus groups, key informant interviews, and confidential on-line
surveys administered to persons receiving services, family members, IAS steering
committee members and stakeholders, and IAS service provider staff. Collection of
process evaluation data was conducted through two rounds. Round one was collected
between March and May 2024 and round two was collected between April and July
2025.

Findings from round one were first presented in the Interim Report, released September
2024, and are provided, again, as follows.

Findings from round two are, for the first time, presented in this Report, found as
Appendix D.

Pilot Participant Results

A confidential on-line survey was provided to IAS pilot participants in February 2024, as
part of round one, which 11 participants completed. For round two of the process
evaluation, a confidential on-line survey was again provided to IAS pilot participants in
July 2025, which 8 participants completed. The results of round two are presented as
Appendix D.

As previously reported in the Interim Report, released September 2024, the results of
the round one survey suggest numerous successes related to the launch and early
phases of the IAS pilot, ordered from highest (5.0) to lowest score (1.0). In summary,
factors of friendliness, accessibility, and transparency were rated highest, while
timeliness was rated the lowest.

Friendly and welcoming recruitment process (4.7)

Accessible recruitment process (4.33)

Transparent recruitment process (4.30)

Transparent. discovery and assessment process (4.30)

Friendly and welcoming discovery and assessment process (4.18)
Accessible discovery and assessment process (4.18)

Timely discovery and assessment process (4.0)

Timely recruitment process (3.7)

Recruitment, Discovery, and Assessment
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Round one survey results from |IAS pilot participants are presented as follows, listed in

the order the survey questions were posed. Participation for each survey question is
noted (n=number of respondents).

The recruitment process was accessible to me. (n=9)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

AN~ A2 O|O

.33

The recruitment process was friendly and welcoming. (n=10)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

|20~ |~ OO

The recruitment process was timely. (n=10)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

W= W D[

The recruitment process was transparent. (n=10)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

A=~ OO

The discovery and assessment process was accessible to me. (n=11)
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Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

A OO O|—

18

The discovery and assessment process was friendly and welcoming. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

A OO |O|—=

18

The discovery and assessment process was timely. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

A IOOWOIOIN

.00

The discovery and assessment process was transparent. (n=10)
Strongly disagree
Disagree
Neither disagree nor agree
Agree
Strongly agree
N/A
Mean (average, highest = 5) 4.3

Related to the recruitment process and the discovery and assessment processes, pilot

participants provided the following feedback in their own words through open-ended

survey questions and/or focus groups. Pilot participants provided a range of perceptions
related to the recruitment process and the discovery and assessment process of the

IAS pilot, with much positive feedback.

_O|WOoOO|—

In summary, pilot participants reported favourable assessment of the recruitment
process, with respondents stating it was friendly and welcoming, transparent (to them),
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and accessible. However, they were less favourable in rating the timeliness of the
recruitment process.

“No [issues], | attended the information session and applied.”
“No [issues], they have been so supportive of whatever | asked them.”

“l found all my contact with IAS has been friendly, welcoming, and responding in
a timely manner.”

“l had actually misunderstood what the recruitment was offering. | was initially
not accepted, then received word that someone had dropped out and my
application was accepted. | am very pleased to be part of IAS.”

“The recruitment process appeared to be directed at caregivers of CLdS clients.
| am the mother of a client and received emails about the program. | agreed to
be part of the pilot because | proactively seek services for my son. | participate
in most opportunities to engage in consultation for improved and accessible
services.”

“It [recruitment process] took months to interview.”

Person-centred Services

In response to open-ended questions regarding if/how the pilot is meeting their needs,
pilot participants provided the following feedback in their own words. In summary, pilot
participants provided a range of perceptions related to how the IAS pilot met their needs
in the first phase of the pilot, much of which presented as a positive assessment.

The strengths cited by the respondents included receiving more support and flexibility in
support (e.g., home care hours) to meet their needs and foster independence; receiving
more advocacy from IAS staff to find appropriate resources; and experiencing
supportive and friendly relationships with IAS staff.

Importantly, there were several limitations cited by the respondents, which included:
continued frustration with perceived inflexibility of supports (e.g., financial benefits); poor
timeliness to support requests; and a perceived lack of coordination among service
providers within the adult services system, in contrast to the children’s disability services
system.

The following quotes illustrate the findings from round one of the process evaluation, as
gathered from IAS pilot participants:

“We're all living a richer, fuller life because [our child] is not forced to be my right
hand. Nor | hers. We plan and enjoy our time together, sitting down for tea and
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talk regularly. It's a gift, not the necessity it once was, thanks to the Integrated
Adult Support Program.”

“The [IAS staff persons] have listened, suggested solutions, broadened our
horizons, trouble shot, and continued to be present, supportive and creative.
They are always quick to answer questions via email with [our child], utilizing her
chosen means of communication, a privilege she has never previously enjoyed.
In liaising with us, they remain creative listeners, the partners we have needed to
make the transitions that living with a disability forces.”

“I would encourage the continuance of the program, ultimately enabling it to
evolve and be integrated into government policy. It's better for our mental health;
it enables us all to contribute more to our community. I'm confident it would
enable more Manitoba families to thrive and contribute to a stronger, more
divergent community.”

“I'm having everything met.”

“They have gotten me, more home care hours, which my home care worker has
been not giving me.”

“The only thing [the pilot] has done is taken the IQ criteria out of the CLAS
criteria, they just removed the IQ test so [my adult child] could get in [to CLdS].
So why is [the IQ test] there? Because | think it’s discriminatory.”

“I have welcomed my increased hours; however, | am just approaching the issue
of paying for training new staff. In the past | did all my training. In recent years |
find it exhausting to train new staff and depend on my old-timers to assist me. |
do not know how acceptable this is.”

“The pilot has made a big difference as it has opened doors to referrals that |
would otherwise not be able to access. The staff have also advocated for me
within these services when my needs weren't being met.”

“My coordinators have been fantastic.”

“My co-ordinators were the best, they were very understanding of my needs,
accessible for help, and accommodations in supporting me, very flexible, all
around a great experience, nothing could have been done better.”

“It's wonderful to know that | am supported by the IAS pilot program. There is a
sense of security in knowing that | can reach out to my contacts within the
program to describe the needs that | may be experiencing in the community. |
know | can reach out at any time and expect support.”

“You have definitely connected me with the correct people!”

“The IAS pilot is responding to our reported gaps in services. The gap we
identified is primarily that services focus on either employment skills or
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independent living skills but not both. IAS proactively arranged to connect us
with Equal Opportunities to support [my adult child] in daily living skills such as
cooking and cleaning. We will delay this program until the fall due to a recent
volunteer job opportunity with two radio stations.”

“The program was billed as client centered and meant to meet client needs who
have complicated issues in getting healthcare needs met. So far, still have not
had any needs met and no hint of any interest or care or listening or knowledge
for help of any needs/problems. In same boat as before only more stressful
because receiving nothing and no compassionate interest or attitude in doing
anything. Many urgent medical needs for help and thinking outside the box to
help.”

“Everything still takes too long. Haven't seen a difference in service delivery. The
change we have experienced is only because of an exception to CLDS. If that is
all they can offer, it won’t be sustainable past the 30 pilot project participants.”

“It's like they're learning as they go, like [our IAS service providers] are
wonderful, but they weren't given enough information, and they can’t do anything
without having to go back to upper management. So, everything takes a long
time. They have to go and check and get back to us on everything.”

“We should have more autonomy with the [financial benefits we receive] as long
as, you know, you have the receipts, but they micromanage everything. And
that’s frustrating because you got to go through this person and this person. You
got one person calling you for this and you got to go through this person to this
person. It's very frustrating and stressful, like you gotta go through so many steps
to do things.”

“You're being sort of micromanaged for all of these, you know, these nickels and
dimes. It feels a bit like you are treated as if you're irresponsible with money.”

“‘Why can't it be simpler, like in the children’s system you would go to rehab
centre for children and there was the mechanical engineer, the occupational
therapist, like everyone was under one roof. And you would all meet together,
and everyone would brainstorm. And it was done...It took a little while to put the
pieces together, but it [the children’s system] was very well coordinated...maybe
it wasn't perfect, but everybody was under one roof, and it was probably far more
expedient.”

“An approval was given last summer [for an expenditure]. But [notice of the

approval] didn't get [sent] to my service providers. So, they're not being kept in
the loop.”
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Steering committee and Service Providers Results

A confidential on-line survey was provided to all IAS steering committee members, as
well as IAS pilot service providers, in February 2024, which 11 participants completed.
For round two of the process evaluation, a confidential on-line survey was again
provided to IAS steering committee members and IAS pilot service providers in July
2025, which seven participants completed. Additionally, focus groups were held with the
IAS steering committee members, including one with community representatives and
one with government representatives. The results of the survey and focus groups from
round two are presented as Appendix D.

As previously reported in the Interim Report, released September 2024, the results of
the round one survey suggest numerous successes, as well as several
limitations/weaknesses, related to the launch and early phases of the IAS pilot, ordered
from highest (5.0) to lowest score (1.0). In summary factors of representation of
stakeholders and lived experience, person-centred considerations of services,
accessibility, and friendliness were rated highest, while timeliness, replicability, and
sustainability were rated lowest.

Good representation of stakeholders throughout the pilot (4.25)
Person-centred services delivered through the IAS pilot (4.25)

Good representation of lived experience throughout the pilot (4.23)
Accessible recruitment process (4.18)

A good variety of means and activities to support participants’ needs (4.17)
Friendly and welcoming recruitment process (4.0)

Friendly and welcoming discovery and assessment process (4.0)
Transparent recruitment process (3.82)

Timely recruitment process (3.73)

Timely discovery and assessment process (3.73)

Accessible discovery and assessment process (3.55)

Fair application of best practice research to inform the pilot (3.25)

Fair replicability of the pilot’'s means and activities after the pilot concludes (2.82)
Fair sustainability of the pilot's means and activities after the pilot concludes
(2.73)

Recruitment and Selection Processes

Detailed survey results, including qualitative data, from the IAS pilot steering committee
members and service providers are presented in the following section, listed in the order
the corresponding survey questions were posed. These findings relate to the
recruitment and selection processes of the pilot’s first phase. Participation for each
survey question is noted (n=number of respondents).

The recruitment process was accessible to applicants. (n=11)
Strongly disagree 0
Disagree 1
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Neither disagree nor agree 1
Agree 4
Strongly agree 5
N/A 2
Mean (average, highest = 5) 4.18

The recruitment process was friendly and welcoming to applicants. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

AINWO|(=~|O

.00

The recruitment process was timely for applicants. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

WININ®O=(NO

73

The recruitment process was transparent for applicants. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

WIN|O|O W= |O

.82

Related to the recruitment process, steering committee members and service providers
provided the following feedback in their own words through open-ended survey
questions and/or focus groups. While one respondent cited a very favourable
assessment of the recruitment process (see first quote), importantly, there were
significant limitations cited by most respondents, namely that more advertising and
promotion should have been done by government partners in the recruitment process
(Manitoba Families, Winnipeg Regional Health Authority).
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In recognition of complicating factors such as election-related black-out periods that
precluded government advertising; and barriers to accessing government email
databases of Manitobans receiving services and/or a lack thereof, respondents felt
community representatives of the IAS steering committee did a significant share of the
recruitment efforts. While this community support mitigated limitations in government
partners’ efforts in recruitment, it was largely felt that this over-reliance on community
networks to promote a government pilot was a flawed approach.

Further, one respondent questioned if the perceived low response to the recruitment
process may have been an indication that potential applicants were mistrustful of the
pilot (see last quote).

“The recruitment process meticulously engaged potential participants from
diverse backgrounds, ensuring comprehensive representation across various
demographic profiles and needs. The resounding success of these endeavors is
evidenced by the extensive spectrum of individuals encompassed within the
participant pool.”

‘[Government] came across more than one black out period over the course of
the planning. We did a lot of like fits and starts just in terms of the slow pace of
change, you know, in government systems, as well as the deliberations that
steering committee level to ensure.”

“Our community partners also did an awful lot of advertising, right? So, | think
they took, you know, beyond our own press release, they had no such limitations
or blackout periods for by elections or other such things.”

“Our community partners really tried to use their networks.”

“The disability sector is fairly connected. So, | would hope that there was also
some word of mouth... with folks that were sharing with other people.

“l was quite frankly a little bit disappointed by the energy that government put into
sharing the opportunity. You know [ think that there could have been maybe a
little bit more commitment to connect with people whom they knew were
challenged and had gaps in their services but instead it was sort of a you know, a
press release, which didn't, you know, really go very far and it was up to
community groups [to promote].”

“I think there were, 84 applications. If I'm not mistaken, and that was, | think,
lower than | would have expected.”

“I think we were potentially at risk of not connecting with certain communities like

the Indigenous community, just from a recruitment perspective. That might have
been a potential gap.”
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“The community did much more that the government did to get this thing
[recruitment promotion] out.”

“My hunch is that [government] doesn’t have the information systems. They don't
have a mailing list. They can't actually [mail out recruitment promotion] because
they don't have the infrastructure to just simply go, oh, we'll just send all that out
to everybody. | think it was twofold. It was privacy. It was, you know, perfect
getting in the way of good, and it was that [government] just doesn’t have the
mailing lists to do it actually [mail out recruitment promotion].”

“Even if they had sent it out to home care clients or even to the professionals like
social workers, occupational therapists, there would have been like a massive
list.”

“I think health has a lot of lists and they have a lot of ways of sending out mail,
but Department of Families doesn't and let's be honest a lot of the heavy lifting
for this program or this project has landed in Department of Families.”

“I feel that we unfortunately were not able to gain as many applicants as we
should have. | am concerned that we missed the opportunity to gain applicants
that had fallen through the cracks. Most of the recruitment was done by
community, which means most of those people were connected to those
organizations.”

“It took several months or longer from the application deadline to when services
began. It was difficult to recruit participants in areas outside of Winnipeg still
within Winnipeg Health Region.”

“As a steering committee member, | can say that we made efforts to ensure that
the recruitment process was accessible, friendly and welcoming, timely and
transparent, but | would look to participants and those who were not selected for
participation, and those who were not able to complete the process, to advise us
of the true impact of our efforts.”

“l am not aware of any [issues].”

“Community and other stakeholders have shared they felt it took too long to get
[the pilot] off the ground. Election cycle and communication black outs had
impacts at different intervals.”

“I think the application could have been more descriptive in the goals of the pilot
project.”

“The response time for the [recruitment] process was short.”

“There's a whole subset of folks that we just haven't heard from, | don't know how
you get a hold of them. | don't think there's like a database of everybody with a
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disability that you can call on. So, | think we missed a big opportunity to reach out
and try to connect with them through general media ads. And having like, you
know, a press conference on a Friday afternoon, it was an opportunity lost.”

“Even the lead up to when the press release [for the pilot] was going out. It
seemed like they were rushed to send it out on that Friday. Right. And you know,
if you want a story, you never send it out Friday afternoon.”

‘[Because the response to recruitment was lower than expected] what does that
mean? Does it mean that some [individuals’] needs are being met, does it mean
that there's mistrust and they don't even want to reach out because you know
there's this worry that I've already got a little bit [of support] and if | reach out,
they might change what I've got.”

Related to the selection process, respondents provided the following feedback in their
own words through open-ended survey questions and/or focus groups. In summary,
most respondents assessed the selection process with several strengths, namely that
the selection of participants from the applicants received was conducted in a way that
followed good practices in randomization, in balance with representation factors (e.g.,
gender, age, needs). Several respondents (those representing community steering
committee members), indicated one main limitation, namely the geographical
parameters of the pilot in that it was limited to those within the WRHA catchment (i.e.,
did not include those in rural or northern Manitoba, with the exception of Churchill).

“Some success [in recruiting people from] a variety of ages, gender, housing
situations. All those different things we tried to get as broad a scope as possible
based on the [applicants] that we got.”

“Once we received the applications, you know, from a screening perspective, we
tried to be very strategic about ensuring representation from the applications we
had, which, you know, may have had some limitations.”

“The steering committee did deliberate on whether to do something entirely
randomized [for selection] or to do something more targeted. We looked at some
population data in terms of representation and so with the input from the Human
Rights Commission, there was a desire to at least have a hybrid, but to
randomize to the best extent possible.”

“It's [the pilot] for Manitobans with disabilities and if there's gaps in Winnipeg,
there's way more gaps in the rural areas.”

“If we wanted to get diverse representation of needs and populations, we needed
to do a bit of both, right?”
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“Someone on the steering committee got some data around population
distribution and | believe Stats Canada information around different identities,
you know indigenous and visible minority, and different kinds of disability, but
also gender identity and expressions.”

“The fact that we couldn't include rural people was very hard to explain and
digest. This should have been a province wide pilot.”

“l was obviously very disappointed from a rural perspective. | think that they
should have added 1 or 2 people from the rural areas.”

‘[Regarding rural exclusion for the IAS pilot] we've covered [this issue] so
frequently, over and over again, and you know really we were almost prepared to
die on that hill but realized the entire thing wouldn't go forward if we did.”

Discovery and Assessment Processes

Detailed survey results, including qualitative data, from the IAS pilot steering committee
members and service providers are presented in the following section, listed in the order
the corresponding survey questions were posed. These findings relate to the discovery
and assessment processes of the pilot’s first phase. Participation for each survey
question is noted (n=number of respondents).

The discovery and assessment process was accessible to participants. (n=11)
Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

WIN|WNO~|O

.55

The discovery and assessment process was friendly and welcoming to participants.
(n=11)

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

AINWOIHWO|O

.00

The discovery and assessment process was timely for participants. (n=11)
Strongly disagree 0
Disagree 2
Neither disagree nor agree 2
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Agree 4
Strongly agree 3
N/A 2
Mean (average, highest = 5) 3.73

Related to the discovery and assessment process, steering committee members and
service providers offered the following feedback in their own words through open-ended
survey questions and/or focus groups. In summary, respondents felt the discovery and
assessment process reflected several strengths; however, some respondents (namely
steering committee members representing community) identified important limitations,
namely that they felt the process should have been supported by best practices
literature, gathered by the IAS pilot researcher.

Additionally, one respondent suggested the difficulty participants may have experienced
in identifying their hopes and goals for the pilot, as they may not have fully experienced
a person-centredness approach in their past service/care (quote 4). This
recommendation will be more fully explored in a subsequent section.

Feedback from those representing the IAS service providers (last 3 quotes) provide a
summary of how the discovery and assessment process was delivered to and received
by pilot participants.

“As a steering committee member, | was aware of the discovery and assessment
process and our aims for it, but | did not experience it directly. | heard
perspectives voiced that it was not completed quickly for all participants, but also
that it was paced to match participant preferences for timeline and
frequency/intensity of contact.”

“Both the recruitment and screening processes meticulously identified pertinent
gaps and needs for individuals with complex disabilities. These invaluable
insights served as foundational pillars in shaping the contours of the pilot project,
facilitating the implementation of tailored support mechanisms and
accommodations to address the diverse array of requirements within the
participant cohort.”

“It seemed to take a very long time to do discovery and assessment with 30
people. Based on my experience.”

“I felt like some of the questions that we were being asked of pilot participants
they wouldn't necessarily know the answers to because some of the answers
would have required them to know what [inclusion opportunities] are actually out
there. For example, what do you want to do? You don't really know what you
want to do if you don't exactly know what's out there.”
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“The process is very organic and happened without steering committee really
able to impact what that would look like together with lack of literature on needs
assessment that is person centred.”

“The researcher [St. Amant Research Centre] should have been involved prior to
discovery”.

“No issues [with the discovery and assessment process].”

“The discovery meeting was very open ended. We offered that they could include
whoever they wanted, or it could just be the person who was selected. They
could bring family, caregiver, whoever. The location was also up to them...And it
was a very open-ended meeting the first time just to get to know them...find out
why they applied for the project, what's been working well for them in their lives,
what services they have, what services they don't have, what they're looking for.”

“Some people shared past medical history with us, some didn't, we didn't really
ask for any of that information but if they want to share with us then we were
more than happy to hear. But it was, yeah, it was very open ended the first
meeting just to kind of get to know them and find out what their goals were for the
pilot project and how we could assist. And every meeting was very different. So,
we kind of just went in with a very open mind for all of them.”

“We were kind of informal but professional. We're very grateful that we weren't
sitting there just asking a whole bunch of questions. We wanted to listen to them
and make sure they felt heard, which I think it was very important for a lot of the
people in the pilot project.”

Collaboration and Decision-making Processes

Detailed survey results, including qualitative data, from the IAS pilot steering committee
members and service providers are presented in the following section, listed in the order
the corresponding survey questions were posed. These findings relate to collaboration
and decision-making processes of the pilot’s first phase. Participation for each survey
question is noted (n=number of respondents).

A variety of voices and opinions of stakeholders with lived experience were well
represented and heard throughout the project, so far. (n=13)

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

Moo |dv|o|o
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My voice and opinion was well represented and heard throughout the project, so far.
(n=8)

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

A OB IDNNO|IO

.25

Best practice information from the pilot researcher was used to inform the pilot project,
so far. (n=12)

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

W=NINO ==

.25

Related to the collaborative process, steering committee members and service
providers offered the following feedback in their own words through open-ended survey
questions and/or focus groups. In general, those representing the community members
of the steering committee identified several limitations with the collaborative nature of
the pilot, namely that they do not feel their input and preferences are fully considered by
the government partners/decision-makers for the pilot.

Further, most respondents identified the perceived lack of collaboration between the
IAS pilot steering committee and the pilot researcher as a limitation that should be
redressed in the next phase of the pilot.

“The two systems, CLdS and WRHA, are different. CLdS is more inflexible than
the other. It is more rigid in its approach versus the other.”

“It's a 30-month project and we’re 12 months in. And nothing's really changed,
and we’ve only got 18 months to go...It’s been very frustrating.”

“We're not working as a team yet.”

“l still feel that the government are running the whole show, like the steering
committee isn't really steering.”
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“Clarity has been needed on the decision-making authority of the steering
committee and at times, the recommendations of the community members of the
steering committee have not been heeded by leaders outside of the Committee.”

“The voices of the HRC claimants are strongest at the collaborative table, but the
perspectives of other individuals with lived experience are also reflected in the
discussion. These have served to provide rigorous challenge to the status quo at
the table. The voices of other participants (non-claimants) are reflected only in
the reports from the front-line team as we do not hear from them directly. The
pilot research has identified very limited information on best practices, including
reference to existing MB programs known to the folks at the steering committee.
No useable guidance has emerged from this process.”

“Less of an issue, but the ability to articulate and sometimes understanding the
diverse opinions presented by stakeholders.”

“Sometimes there are a few loud voices that do not represent the varied needs of
the individuals who are participating in the pilot This can make problem solving
difficult as one solution is another person’s issue.”

“A variety of voices are definitely at the table. The group can struggle to be on
the same page or have strong, cohesive identity. So, it has felt at times like a
roller coaster with some engagement feeling more tense or adversarial and other
times more collaborative. Coming together and talking through the issues
generally assists us to get back on track. However, there is long history of
distrust with systems and the core of the human rights complaint positions things
in an "us and them" systems structure which is difficult to break down and for
others to trust. Families and service recipients seem to be waiting for yes.”

“In my opinion the steering committee is more interested in pushing for short term
change than understanding the limits of the current services that would allow for
sustainable change.”

“With the steering committee, the [government representatives] who can make
the decisions are not at the table. These are nice individuals that are coming to
the table, but not necessatrily having the decision-making power that some of
those higher officials might.”

“I wish that the folks of the steering committee had the power to do things, as
opposed to taking it up the food chain. We’ve had delays and butted heads. And
when we've all kind of agreed around the table that something is a good idea and
then when it is taken to the next level \ it gets shot down. | get it that that's
bureaucracy and that's the way government needs to things because the person
at the table doesn't know everything. But it has been frustrating, the pace. It took
way too long to get this thing off the ground and going.”
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“The liaison approach [between the researchers and the steering committee] has
been tricky.”

“We maybe should have had an orientation for the steering committee about
research.”

“I feel that | know very little about the research aspect. | feel dumb in saying that
| don’t know how the research impacted best practices. | found it helpful when
the researchers did attend a meeting so that | could understand.”

“We have not had the chance to work with the researcher yet. | think this would
have been beneficial prior to start of discovery.”

Person-centred Services

Detailed survey results, including qualitative data, from the IAS pilot steering committee
members and service providers are presented in the following section, listed in the order
the corresponding survey questions were posed. These findings relate to person-
centred services of the pilot’s first phase. Participation for each survey question is noted
(n=number of respondents).

Participants’ needs met using a variety of means and activities. (n=12)

Strongly disagree

Disagree

Neither disagree nor agree

Agree 10
Strongly agree 2
N/A 1
Mean (average, highest = 5) 417

This variety of means and activities will be easily replicated when the pilot concludes.
(n=11)
Strongly disagree
Disagree 4
Neither disagree nor agree 5
Agree 2
Strongly agree
N/A 2
Mean (average, highest = 5) 2.82

This variety of means and activities will be easily sustained when the pilot concludes.
(n=11)
Strongly disagree
Disagree
Neither disagree nor agree

Al
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Agree 2
Strongly agree
N/A 2

Mean (average, highest = 5) 2.73

Services delivered through the IAS pilot are person-centred. (n=12)
Strongly disagree
Disagree
Neither disagree nor agree
Agree
Strongly agree
N/A
Mean (average, highest = 5)

Alaln(N=

.25

Related to the services of the pilot, steering committee members and service providers
provided the following feedback in their own words through open-ended survey
questions and/or focus groups. In summary, respondents identified several strengths,
including the co-location of service providers/staff, and collaboration and flexibility in
decision-making, including the ability to provide additional care hours to participants.
However, most respondents identified issues with replicability and sustainability as a
main limitation with the pilot services. To this end, efforts that address replicability and
sustainability, including resourcing, were identified as a focus for the second phase of
the pilot, per the Interim Report (September 2024).

“We've found that there's a lot of situations where a little bit of support is going a
tremendously long way...And if the person is directing how it's used, then it really
is person centered.”

“I think one of the things that jumps out at me is an ongoing commitment from the
two departments, health and families, to co-locate their staff. That's not
something that we have done outside of this [pilot]. And to have lots of back door
conversations about where the funding might need to come from so it looks
collaborative for the clients or the participant.”

“The flexibility to do things a little bit differently shows wins for some of the
participants. I'm hoping that we will continue those [supports]. When | think of
how we've been able to direct some funds within and give people a little more
autonomy to make some of those decisions and working with them in that
collaboration.”

“I think small caseloads...and all those back door conversations has helped
move things forward.”

“All the individuals we've been working with seem very grateful for what we've
been able to do and how we've been able to help, and that even though some
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[supports] seem like a very small thing, they've made a huge impact and a very
big difference in their day-to-day lives.”

“I would love to see this program to be a program ongoing.”

“Sometimes we're providing 6 hours of individual support in their apartment. And
you know, I've had families crying at meetings because they're just so grateful for
that support.”

“[The pilot] allows these individuals to be more involved in our society, so by
providing some of these extra care hours that normally would have gone above
what the standard is, you know, they're able to work now or they're able to go out
more and like do things and you know live fully in society so | think that that's
been a huge benefit too.”

“The little bit of support that we've been able to provide these individuals so they
can be more have a better quality of life has been huge for these [participants].”

“Our system [outside of the pilot] needs more system navigation.”
“There needs to be more flexibility with home care.”

“There is a very different need for people living with disabilities than a lot of our
programs offer. And | think that that needs to be taken into consideration
because a lot of these individuals are quite young. And they want to live full lives,
they want to do whatever they want to do the same as anybody else would. And |
feel that a lot of our programs don't really support that need.”

“I think the fact that this pilot project was initiated from a human rights complaint
is a particular way of creating something. Being creative is what is expected from
us. Trying to find resources in the community. Trying to utilize all the resources
available. There should be some policy and legislation coming out of this to
support it. We cannot just expect to be able to cross over from one program to
another and get money just because we have to without having something solid
that will be replicated.”

“We've basically been told to do whatever you can possible. And we haven't
been given any additional sort of budget. There's no budget, right? Work within
your current - what you currently have - and somehow make it work. And even
the time that the 2 coordinators, they devote so much time into everything for
every person and with their unique needs. | mean 2 of them doing 30
[participants]. If our program were to expand, we would need a significant.
staffing increase.”
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“We're making magic happen somehow, right? But if it was beyond 30
participants, like I'm thinking if this pilot becomes an actual program, | think that
we would need to definitely look at having our own budget.”

“Is there a way that we can roll all of these sort of tools and supports out for
people in a manner that's really fair and ensuring that we're meeting needs? Who
has the support, who doesn't? Who's in need of a little bit more support? Who
has a huge circle of support? The problem is that it should be sustainable. That's
why there should be a structure.”

“Some of the [pilot participants] are well supported while others, you know, lack
in informal support. Case management support could potentially help with that,
definitely. But we would need more resources.”

‘[Regarding replicability] there needs to be some sort of Framework, | think, to
help guide that.”

A learning from the pilot should be that case workers need to be the best of the
best, and they need to have some autonomy to make decisions without going
through all of these channels.”

“l am concerned that services have been based on exceptions to policy. If the
outcome of the pilot project is that there’s an “exceptions process” that will only
be feasible for people who are able to advocate for the exceptions. My guess is
that there would be multiple hoops people would need to jump in gaining an
“exception”. Given many people fall through the cracks, they may not even be
aware of what that “exception” could be. Also, without clear guidelines regarding
what people are entitled to, they may not even know what an exception might
be.”

“Given that many of the decisions being made are exceptions to the rules and
require leadership approval to bend the rules, | don't see how this will be scalable
or easily replicated.”

“We are able to connect so much with our individuals because we only have the
30, but you know a lot of other programs and agencies and departments they've
got caseloads of over a hundred people, and they don't have the time to really
help individuals with other questions that they may have that don't directly relate
to the care that they're supposed to be providing. So, like if somebody comes at
them with a question that has something to do with another program and be like,
oh, I can't help you. You have to call this person, which just causes more of the
problems that these individuals are already experiencing because they're getting
passed from person to person to person and not actually getting the help or
service that they need. But it's not because those workers don't want to, it's
because they just can't, they don't have the time.”
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“When you get told yes or no to something you don't exactly get told a timeline.
So sometimes you could be wondering of how long the exact thingy is going to
take.”

“Services provided have involved exceptions to existing policies and extension of
services to folks who might not otherwise be eligible under current criteria. As the
pilot was directed to be managed within existing resources, entirely new services
are not able to be provided. These extensions provide some guidance on what
could be offered to this population but in the absence of agreement to increase
funding or create net new programs and services will be challenging to sustain.”

“Some decision making is really prompt and some things still get stuck in the
bureaucracy of the systems. Change is slow and navigation challenging. Where
change needs a policy change or treasury board, it is stuck. However, lots of
flexibility evolving with approvals with Manitoba Supports not previously seen
with EIA. Lots of quick hits which appear to demonstrate that a small amount of
the right support can go a long way.”

“[Children’s Disability Services] is workable and it has worked for folks until they
transitioned into the adult system. And so, you know, we don't need to reinvent
the wheel.”

‘[Amend] Children’s Disabilities Services, just get rid of the age limit.
Call it Disability Services, that go from 0 to death. Problem solved. Then of
course you have to resource it properly and scale it up properly.”

“Changes to our eligibility criteria is a concrete example of people who would
otherwise not have access to CLdS supports. [Through the pilot] they have been
given access to those supports. And so that's an example of what would have
had to go up the chain of command to the appropriate decision maker and then
on down...And so when you think about how that would be replicated, well, either
the eligibility criteria would have to change to be broader or somehow an
exceptions process would be created that would allow for or that.”

“I think what they've realized is that the needs presented by the 30 [participants]
within the pilot cannot and have not been able to be appropriately met unless
they did some exceptions. Whether it be equipment or support services or care
hours for home care, they've allowed, you know, more than the 55 hours, you
know, a week.”

“Scaling it up to when we're not limiting it to 30 [participants], when it’s rolled out
to everyone that meets those criteria, that's not a within existing budget
[possibility] because that would, that could potentially, you know, use the entire
budget of those programs.”
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“If we're looking to scale up, the commitment limitation within existing resources
wouldn't be [achievable].”

“The definitions, as they are right now, | just would see it like being more clear in
terms of like what services are provided, more focus, more definition around
what's the group of people that we would be providing services to. Cause | think
it'd be hard to scale with such broad definitions.”

‘[Replication] would require significant government change. Either to eligibility or
to exceptions processes or to departments.”

“The [pilot] has changed some lives. And | don't want to lose that. But how do
you make it sustainable and how do you make it scalable?

Future Direction for the Pilot

Related to the future direction of the pilot, steering committee members and service
providers provided the following feedback in their own words through open-ended
survey questions and/or focus groups. In summary, respondents identified several
strengths of the pilot, as identified above, however, most respondents felt that these
strengths require strategic direction, resourcing, political involvement/decision-making,
and policy changes to be sustainable post-pilot.

“The research needs to inform the overall sector. So, we don't want to build a
program, let's pretend we're going to build a new program, we wouldn't want
policies or program or funding or limitations that are specific to the needs of 3
people or 4 people...That's why the research is so incredibly important, | just
don't want to lose context of the fact that the research here is hugely important.”
‘[Regarding replication], that’s a political decision and no one from this table can
make that decision. We are responsible to inform government, but ultimately a
new program, with new funding, with a new eligibility criteria, belongs to Cabinet
and the government of the day.”

“There's this piece where | foresee a potential recommendation to government,
where you could potentially support a lot of people with a needs-based
[approach].”

“We know that we've got an adult system that has been found of discriminating
against individuals based on age. So, there are some policy barriers that need to
be fixed.”

“Make solutions and interventions applicable to everyone in the pilot (that
requires that intervention) and then document the impact and process needed to
implement. This may help us truly learn how to replicate and whether we
should... after the pilot.”
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“Have ALL disabled people included [in the pilot, if it becomes ongoing].”

“More concrete input into designing program options that address commonly
expressed needs is required from all steering committee members...Ideas for
new models of care that go beyond existing programs and legislated authorities
have begun to emerge but need further development and will need authority for
new spending to implement within the pilot.”

“A full evaluation needs to include whether it is the pilot itself or just that [any]
service was provided. One focuses on the HOW [sic] service is provided. The
other focuses on WHO [sic] gets service.”

“Need more cohesiveness between what research might tell us, what steering
committee wants trialed, balanced with what participants are asking for. What
innovation can be trialed outside of "canned" solutions.”

“Funding is a large issue.”
“A more realistic and flexible approach.”

“Allowing "sky is the limit" has not been addressing true gaps in the system
pertaining to the transition of children to adult services. Folks that have means
and who are able to advocate are getting more than folks without means/capacity
to self-advocate. It is not rolled out equitably.”

“It seems like our system prefers to have people in hospital or personal care
homes rather than help [keep them in their homes].”

“We gave government 2 pages worth of creative solutions that we came up. But
it's community that's pushing that. So, I'm hopeful that out of the creative
solutions, we get a reply [from government].”
Selection Sub-Committee Results
Per round one of the process evaluation, a Selection-focused sub-committee of six
members oversaw the selection process, which determined criteria for selecting
participants from individuals who applied. This component of the process evaluation
was not repeated in round two, given that the work of selection was only relevant for the
early phase of the pilot (not the implementation phase).

In summary, 84 applications were received (61 e-forms, 23 paper applications), 60 of
which were deemed to have met eligibility criteria. Selection criteria was then used for
the 60 eligible applicants to ensure wide representation of ages, gender, ethnicity,
needs, and geography.

The following section provides feedback from the IAS Selection Team, related to the

process of selecting participants for the IAS pilot through open-ended survey questions
and/or focus groups. In summary, respondents felt the selection process was strong,
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with a good balance of representation and randomization, an approach that was
recommended by the IAS pilot researcher. However, the exclusion of rural communities
was a limitation made by several respondents, as identified in the previous section.

“We were gifted to have a master social work student working with the
department, and assigned as an additional support to the project, who really took
the reins on helping us with.”

“We used a hybrid [approach to randomization] at the applicant stage. There was
some kind of a randomizer tool from the internet that once we knew how many
from each group we wanted to pick, then they did use a randomizer from that
point.”

“We had low representation from the few rural or semi-rural areas where could
draw from: East St. Paul, West St. Paul and Churchill. The rural voice is
important and was missing.”

“The pool of applicants was not as large as anticipated so may have limited
range and diversity.”

“As applicants were self-disclosing, we didn't always have enough understanding
of the complex needs”

“This was a challenging process given the immense needs identified by
applicants. Wanted to include them all!”

“Expected more medically and physically complex needs to emerge and it was
interesting, though not surprising, how prevalent Mental Health issues and other
gaps were as themes.”

Research Team Results

Per round one of the process evaluation, the following section provides feedback
related to the process of the research component of the IAS pilot through open-ended
survey questions and/or focus groups. In summary, five respondents identified several
important recommendations for how to enhance the research component of the IAS
pilot, including providing the steering committee with an orientation to research
limitations and applications; strengthening the collaborative relationship between the
steering committee and the researcher; and dedicating efforts in translating knowledge
into accessible formatting for ease of readability.

While this component of the process evaluation was repeated in round two, its small
response rate (n=1) does not yield reportable findings.

A summary of qualitative data related to the research component of the IAS pilot is
presented as follows:
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How was best practices research used to inform the recruitment and selection process?

“I don't know that it really informed [the recruitment process], but we did have
some really early conversations with [an IAS staff member] about the different
ways you can get a sample of people. And so, we talked about when you can do
something completely randomized versus when you may target different groups.”

“We [recommended] a hybrid...look at who are the groups that the steering
committee hopes to target, and then randomized within that. But | think we talked
just in terms of the different ways you can get randomized sample, but that a truly
randomized [approach] wouldn't necessarily be best. Get your different and
underrepresented groups, in terms of a distribution. So that's what | remember
way back way, but it was a conversation about embarking [the IAS pilot] with [an
IAS staff] so wasn't necessarily the steering committee making a specific ask so
much as [the IAS staff] and | brainstorming.”

“I think [the recruitment process] was probably more of an informal conversation.”

What barriers, if any, have you experienced related to knowledge gathering in best
practices related to the IAS pilot?

“There really have been sort of 2 formal, sort of requests for gathering, best
practice research so far.”

“The initial requests for literature review topics were challenging to
operationalize/define in a way that inform a search strategy. We consulted with a
librarian and tried a few iterations with the poorly conceptualized search strategy
based upon the limited information we had to work with. The items returned from
those searches were not relevant to the information requested/relayed to us from
the steering committee members. | can't pinpoint exactly what the underlying
issue(s) are/were but | think there may be a combination of a lack of
understanding by the steering committee about what are the parameters of what
a literature review can and cannot achieve, and the desire of all individuals'
needs to be considered within a single literature review. This resulted in a list of a
wide variety of populations and desired services, and seemingly "buzz" words
that made it difficult to construct meaningful search strategies.”

“You don't know what you don't know... and so having to come up with questions
for the researchers to share best practice on, has not always been easy or
instructive. There has been a bit of disconnect between the steering committee
and research team.”

“The knowledge needs (questions) that have come our way haven't always been

well-specified, or not framed in ways amenable to literature search. There needs
to be a more collaborative and iterative process for specifying and evolving the
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questions. Another challenge is that there simply isn't high quality research
evidence about most of the questions.”

“The IAS pilot has identified quite narrow knowledge needs that have been
difficult to find research in.”

‘Knowledge gathering has been thorough as it pertains to the questions asked by
the steering committee.”

“The knowledge needs that | think the steering group has, they’re not particularly
well met by systematic reviews of the literature. Which to me shows the
importance of an iterative process. Whereby we can come back and say, okay,
there's no best practice on that, it just isn't there. So, what kind of information
might be helpful? Would this other thing be helpful? Do you want us to go in this
direction? So, | feel like that's been one area for improvement and someone
mentioned that we did meet with the steering group, and | found that very helpful.
In retrospect, | kind of wish that it happened more.”

What barriers, if any, have you experienced related to IAS knowledge uptake or
application related to the IAS pilot?

“The time constraints for the pilot to move from accepting referrals to intake of
participants into the pilot were not really conducive to a systematic literature and
synthesis into an evidence-briefing to provide recommendations of screening
methods/tool, and ultimately led to the assessment tool literature review work
being paused indefinitely and thus, no knowledge uptake. As we switched gears
to the next knowledge/literature review request, some of the same issues we
encountered initially re-emerged as we tried to construct a literature review
search strategy. Although we stumbled upon two relevant jurisdictional scans,
that was achieved with non-systematic searching. Some initial attempts to
convey information about the service models within the jurisdictional scans were
unsuccessful and again led to essentially no knowledge uptake. However, we did
Join a steering committee meeting in February (2024) to share some of the
recommendations outlined in the jurisdictional scans. I'm unsure what/if any of
that information has since had any uptake.”

“Knowledge translation is an issue. steering committee members have needed
more help than anticipated to digest and synthesize the information.”

“I don't think we hear much about uptake or application.”
“I am not aware of how the information has been applied. We have been
challenged with appropriate questions to ask researchers, how to transfer

knowledge to the steering committee and IAS team and articulate what we want
them to actually try as a pilot.”
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“We had identified a couple of review papers, previous reviews that had been
done. Which, | mean, | would characterize those papers as fairly readable, but
also, they contained like executive summaries. Which | thought were very
readable, like a 2-page summary. But the feedback that was shared to us from
the [steering] committee was that it was not really accessible.

Is there anything that should have been done differently regarding knowledge gathering
for the IAS pilot?

“Perhaps some clearer direction about what literature reviews can and cannot
achieve and what information is required to design a search strategy, and the
associated timelines for a literature review. For example, in a best-case scenario
a rapid literature review and knowledge synthesis process is a minimum of a 6-
month period. | also think we need to have a better feedback loop. As it stands,
Leanne and Laurel have been our only points of contacts to relay information and
any information /updates/ or questions we have are first provided to them (by
email or in some circumstances via a meeting which takes time to schedule and
coordinate everybody's schedules), then they have to be presented to the other
members at an upcoming steering committee as their agenda permits, and then
we may or may not receive all of the information we may need to proceed. It
results in a very long and drawn-out process.”

“More frequent contact between Research team and steering committee.”
“I think it would be beneficial to start with broader research questions.”
“‘Knowledge gathering is appropriate given the context and right questions.”
Is there anything that should have been done differently regarding knowledge uptake or
application for the IAS pilot?
“I can't really comment on this aspect as it is unclear to me what, if anything,
happens once we provide information to the steering committee. If there was a
better two-way feedback loop, we may have more insight into this aspect.”
“Accessible knowledge translation of best practice is needed for each topic.
There is a wide range of experience and ability on the committee, and this

requires a broad approach.”

“I think a closer, more collaborative relationship or communication process would
be helpful.”

“l am not aware of how the information has been applied.”
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“Having research group at table with steering committee earlier and more often.
Having more depth on the research subcommittee.”

“Need to revisit MOU and why there was desire to have research as part of the
pilot. Need to clarify roles, responsibilities and what we hope to gather and learn
from research and how to apply it in the pilot.”

“It seems like logistically, timing-wise things are sort of, gelling. And that likely
when we do the process evaluation toward the end [round two], we'll have more
to say around how that information has been applied or taken up.”

“I'm hopeful that we're gaining some momentum and with this conversation
there’s the opportunity to tweak the way in which communication is happening
[with the steering committee].

Evaluation and Engagement Assessment

The following section provides feedback from the Evaluation and Engagement sub-
committee, related to the process of the evaluation and engagement components of the
IAS pilot through open-ended survey questions:

‘[Evaluator] has been thorough and described the process. NO [sic] issues.”
“More engagement from the steering committee. Better understanding across all

members of the process.”

“Appreciate the level of consultation both at subcommittee meetings and through
e-mail. Also like the variety of evaluation tools for process evaluation and
targeted surveys as well as focus groups.”

‘Just impression that the uptake in numbers [for the engagement sessions] were
perhaps lower than expected. This can create a false narrative about extent and
breadth of issues which | hope can be countered with what you heard and what

you report back on.”

Conclusion

The following section assesses the extent to which the first phase of the IAS pilot
addressed expectations per the evaluation questions determined by the IAS steering
committee. To this end, each evaluation question is identified and answered

accordingly.

1.

Did the recruitment and screening process involve participants that come from
diverse backgrounds, age, gender identity, housing, and support situations, and
did the project highlight a variety of gaps and needs? And were these gaps and
needs used throughout to help inform the project?

Yes, mostly.
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The first part of this evaluation question can be answered by round one of the
process evaluation, while the second part will be better assessed by round two.
In response to the first part of this evaluation question, findings from round one of
the process evaluation demonstrate that the recruitment and screening process
involved participants from diverse backgrounds, including age, gender identity,
housing, and support situations.

. Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Yes, with some exceptions.

Findings from round one of the process evaluation demonstrate that the range
and effectiveness of the activities and interventions employed by assigned staff
do support many of the participants, though some participants stated their
frustration with their experience with the pilot. The outcome evaluation will
explore this question in detail, with a larger sample of participant respondents.

. Did participants experience a timely, robust, empowering, and comprehensive
discovery and assessment process that identified their needs, wills, priorities,
and perspectives?

Yes, with some exceptions.

Findings from round one of the process evaluation demonstrate that participants
experienced a friendly, welcoming and accessible discovery and assessment
process that identified their needs, wills, priorities, and perspectives. However,
many participants noted their frustration with the slow process for same.

. Were participants’ needs met using a variety of means and activities that can be
replicated and sustained outside of the pilot project?

No.

While this evaluation question will be better assessed by round two of the
process evaluation, the input so far by respondents suggests replication and
sustainability of services for the pilot present an issue that requires attention for
future planning.

. Were a variety of voices and opinions of stakeholders with lived experience of
disability and engaging with services throughout Manitoba well represented and
heard throughout the project?

Yes, somewhat. While the engagement work collected input from Winnipeg,
Dauphin, and Brandon, further engagement in round two will target other
communities, including additional rural perspectives. Further, while there is
strong participation by community members on the steering committee, a
perceived power imbalance among the government representatives and
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community representatives should be redressed through enhanced collaboration
and consensus building efforts.

How was best practice information from the pilot researcher used to inform the
pilot project?

Minimal success to date.

Findings from round one of the process evaluation suggest strengthening the
relationship between the pilot researcher and the steering committee. This
recommendation is further articulated in the next section.

Recommendations
The following recommendations reflect the input gathered through round one of the
process evaluation:

1.

Enhance recruitment efforts: Future recruitment efforts related to the pilot (e.g.,
expansion, replication) should include concerted investments in promotion (e.g.,
media advertising, news release events) and rely less on word-of-mouth
networking by the disabilities community.

Broaden recruitment and selection catchment to include rural Manitoba: Future
recruitment and selection efforts related to the pilot (e.g., expansion, replication)
should include applicants from rural Manitoba.

Redress timeliness issues for the pilot: Efforts for recruitment, selection, and
discovery and assessment related to the pilot (e.g., expansion, replication)
should be enhanced to mitigate issues felt by many participants related to
timeliness.

Strengthen the relationship between the pilot researcher and the steering
committee: Efforts to strengthen the relationship between pilot researcher (St.
Amant Research Centre) and the steering committee could include adding a
regularly scheduled research update into the steering committee’s meeting
agenda. Other suggested efforts could include strengthening the research
capacity of the steering committee members through orientation and education
materials, and/or strengthening knowledge translation materials in plain language
by the pilot researcher for the steering committee.

Plan and resource replication and sustainability efforts post-pilot: The services
delivered through the IAS pilot were reviewed favourably, largely due to the
enhanced flexibility of eligibility criteria and the increased allotment of home care
support. These favourable services require system-level action planning (e.g.,
policy changes, funding increases) should they be continued post-pilot.

Fully support the collaborative process: Most steering committee members

representing community expressed disappointment over the perceived power
imbalances that impede truly collaborative decision-making. As this pilot is
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grounded by a precedent-setting human rights settlement, it presents a unique
and time-sensitive opportunity for government decision-makers to respond to the
expertise of the steering committee’s community representatives, including their
Creative Solutions report.

. Engage government leadership in the pilot: Many steering committee members
suggested that recommendations for system-level change stemming from the
pilot evaluation and best practices research will need political endorsement and
direction from top-level political decision-makers. To this end, efforts should be
conducted now to engage this level of government leadership to best facilitate
timely action planning related to potential policy changes.
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Appendix D: Process Evaluation Findings and
Recommendations from Round Two

The purpose of the process evaluation for the IAS pilot was to assess all aspects of
establishing and implementing the initiative, including, but not limited to the following
aspects:

structure, operations, and leadership

community engagement, collaboration, and communications
decision-making and conflict resolution

training and professional development

accessibility, inclusion, and diversity

VVVVY

Importantly, the process evaluation explored how the operational and service delivery
aspects of the IAS pilot were experienced by pilot participants (and their loved
ones/family members, where applicable).

Using a mixed methods design (quantitative and qualitative methods), the process

evaluation included focus groups, key informant interviews, and confidential on-line
surveys administered to persons receiving services, family members, IAS steering

committee members and stakeholders, and IAS service provider staff.

Collection of process evaluation data was conducted through two rounds. Round one
was collected between March and May 2024 and round two was collected between April
and July 2025.

Findings from round one were first presented in the Interim Report, released September
2024, and are provided, again, as Appendix C.

Findings from round two are, for the first time, presented in this Report, and are found
as follows:

Pilot Participant Results

A confidential on-line survey was provided to IAS pilot participants in February 2024, as
part of round one, which 11 participants completed. For round two of the process
evaluation, to which this report pertains, a confidential on-line survey was again
provided to IAS pilot participants in July 2025, which eight participants completed. The
results of round two are presented as follows.

Person-centred Services: Of the eight pilot participants who responded to the on-line
survey, seven responded with a favourable assessment of the IAS pilot services,
indicating that such services addressed their individual needs and were person-centred.
The following quotes illustrate this finding:
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“Definitely, that is a benefit [of person-centred services], all tasks | request are
done willingly, often over and above what | ask, with no questions asked. When
my support person leaves, she leaves with a question: is there anything else |
can do for you? It’s a relief | have that support, something | can depend on, to
which | am very grateful.”

“IAS was very helpful in providing information about wheelchairs suited for my
needs.”

“They helped got me more hours from home care. They always come out, they
have ideas.”

“Making me feel less isolated by letting me to get staff to go on social
outings/events with and helping me to get transportation set up. Helping me with
my mental health by letting me to see a therapist.”

“They had helped how to go through any plans.”
“Exception of IQ criteria allowed access to CLDS funding.”

“It allows me to continue to work (support myself) and enjoy a balanced life. |
receive assistance with cleaning, laundry, showering and any additional task |
need help with (e.g., opening a jar). | cannot do acquasize class in the summer
months, and this | now can do in our condo outdoor pool, as exercise is important
for daily living. This is all done to the direction of myself, client centered. In the
meantime, | receive socializing, able to talk about things | am experiencing good
and bad, as | am single, live alone.”

“The pilot got me into the movement in center and also started looking into focus
housing in the end.”

“They met at welfare when | needed help with incomes.”
Of the eight participants who responded to the on-line survey, five responded with a
favourable assessment of the IAS pilot services, indicating that such services improved
their quality of life. One participant indicated that the pilot did not improve their quality of

life. The following quotes illustrate this finding:

“Not having family close, and not wanting to rely on friends for help, this is just
what | need for daily living.”

“Yes, I'm more independent.”

“Yes, | have more of a social life and my mental health is improving.”

126



“Oh yes very much. | have income, someone to support for talk to.”

“Yes, it did improve my quality of life, | do not have to worry about how tasks will
get done, knowing | can get the support | need to do things I find difficult/cannot
do. Helping me to continue acquasizes in our outdoor pool helped me to continue
with strengthening and mobility. Knowing | can continue working, supporting
myself is great.”

“They at least got me to the movement center, which was able to give me
conductive education, which was able to help. So | would consider that an
improvement to my life.”
“Not really. More people to go through.”
Of the eight participants who responded to the on-line survey, three indicated some
struggles in accessing timely, flexible, and transparent services. The following quotes
illustrate this finding:

“There was exception upon exception upon exception to get access to services.
They tried to be person centered, but | didn't always feel that way.”

“Not getting more suitable accessible transportation options. There should be
more free/affordable transportation services with wider availability.”

“Long time to get answers on if we could use the funding in creative ways. No
autonomy over funds.”

“Things were not always transparent. Sometimes we just get told we're. working
on it, but it didn't exactly know like time frame.”

“Too much bureaucracy. Didn’t make one feel like they had any autonomy.”
“Don’t feel that the opportunity was taken to trial new forms of delivering services,

interviewing people in a respectful, client-centered way or changing the system to
work more seamlessly.”

Future Direction of the Pilot: Of the eight participants who responded to the on-line
survey, most indicated a strong desire to continue their involvement in the pilot. On a
scale of 1 to 100 (1=lowest; 100=highest), the mean score was 87.5/100.

Further, several participants identified the components of the pilot that would be most
important to them, if their involvement was continued:

“Funding for hiring staff.”
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“To receive the same funding and types of services that people funded through
CLDS receive.”

“Support with all the services | now receive, cleaning, laundry, showering, extras
and help doing acquasizes.”

“Having the continuous case-based coordination. Also having someone to help
look into things for you, such as housing and apartments and stuff like that.”

Steering committee and Service Providers Results

A confidential on-line survey was provided to IAS steering committee members and
service providers in July 2025, of which 9 completed. Additionally, several of these
stakeholders participated in focus groups to discuss their experiences with the
operations of the pilot. Importantly, the results of the surveys and focus groups are
delineated by responses by government representatives (e.g., staff and leaders from
WRHA and Department of Families) and community representatives (e.g., persons with
lived experiences, leaders from non-governmental service organizations), given their
differing perspectives.

Collaboration and Decision-making: Analysis of the feedback from community
representatives and government representatives revealed significant challenges with
the operations of the steering committee, especially related to collaboration and
decision-making. At the root of these challenges was a differing of understanding of the
goal of the pilot and the role of the steering committee members. In essence,
government representatives expressed a desire to facilitate sustainable enhancements
to service delivery within the current system of adult disability services. In contrast,
community representatives expressed a desire to trial and test significant changes in
service delivery, informed by the needs of pilot participants, that could then be used to
re-design the current system of adult disability services. This differing of goals
underpinned challenges throughout the pilot duration.

Further, an on-going challenge in the operations of the steering committee relates to the
differing perspectives of government representatives and community representatives.
Community representatives had difficulty accepting the slow processes of
communication and protocols of decision-making within a government setting. And while
government representatives acknowledged that such challenges could be frustrating for
the community representatives, they viewed these issues as necessary and common
constraints of their work environment. The following quotes illustrate this finding:

“We recognize the frustration, but these processes take time to navigate
appropriately.” (government representative)

k24

“Legislation sets the framework—we can’t simply bypass it for creative solutions.
(government representative)
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“Things that should have taken half a day took months.” (community
representative)

“Every time new government people came, we had to go back to square one and
repeat everything.” (community representative)

“We gave them a list of creative solutions and then spent months workshopping
them, only to be told why they couldn’t happen.” (community representative)

Power Imbalances: According to their feedback, government representatives
recognized that community representatives experienced significant frustration
concerning their role with the steering committee. In particular, government
representatives understood that community representatives experienced a power
imbalance in the operations of the steering committee, with regard to setting agendas,
prioritizing action, recommending possible solutions, and sharing of pilot participant
information. Indeed, community representatives expressed this power imbalance as one
of the most significant challenges to the operations of the pilot. Further, community
representatives, especially those with lived experience, expressed feeling disappointed
in their experience with the pilot, in contrast to their initial hope that the pilot would
ensure a new way, informed by their lived experience, to co-develop enhanced
approaches to service delivery. The following quotes illustrate this finding:

“As community members, we were just tokens there. Even government reps at
the table didn’t have decision-making power.” (community representative)

“This started as a human rights complaint. It was supposed to be client-centred,
but it never felt that way.” (community representative)

Despite their sympathetic understanding of such issues, government representatives
did not believe they were in position to mitigate these challenges for community
representatives. Rather, government representatives believed it was their responsibility
to uphold risk management priorities and privacy legislation, in balance with the
community representatives’ direction to develop and implement new approaches to
case management. The following quotes illustrate this finding:

“These decisions ultimately rest at a higher level than this table.” (Government
representative)

“We are accountable to Treasury Board and cannot make exceptions lightly.”
(government representative)

“We need to ensure whatever is put in place is sustainable within existing
resources.” (government representative)

“Our mandate requires us to manage risks and ensure we’re aligned with
legislation.” (government representative)

129



Communication: The government representatives acknowledged challenges in timely
and transparent communication, recognizing that these issues were also frustrating for
the community representatives. However, the government representatives expressed
that such delays were the unavoidable outcomes of government protocols and
processes--issues that fell beyond their scope of responsibility. The following quote
illustrates this finding:

“It’s not that we don’t want to share, but we must respect privacy and process.”
(government representative)

Sustainability and Replication: Government representatives repeatedly highlighted
scalability as a barrier to adopting pilot initiatives. While they saw value in individualized
case management, they expressed doubt about extending such practices to the broader
system without significant resources. The following quotes illustrate this finding:

“While case management works in a pilot, scaling it across the province is a
different matter.” (government representative)

“The challenge is not whether it helps individuals, but whether it can be applied
system-wide.” (government representative)

Community representatives expressed some differing of opinion concerning replication
and sustainability. While they understood that such considerations were important in
long-term decision-making, they believed that the goal of the pilot was to trial and test
innovative solutions that responded to participant needs, and that matters of
sustainability and replication could/should be assessed as required, once a new
approach was deemed to be effective. In other words, they believed the goal of the pilot
was to trial and test service approaches that were important to participants, with
considerations of replication and sustainability as secondary.

Barriers to System-level Change: Government representatives cited legislation or policy
barriers as challenges for the pilot. which frustrated community members seeking
systemic reform. The following quotes illustrate this finding:

“We need to be mindful not to create exceptions that set unsustainable
precedents.” (government representative)

“We have to move within the boundaries set for us.” (government representative)

“Change takes time, and we need to proceed carefully.” (government
representative)
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In contrast, community representatives did not experience these barriers in the same
way. As cited earlier, community representatives believed that the pilot provided
permission to develop and deliver services in an entirely different way and they
expressed more willingness to trial and test different models and approaches to service
delivery. While they expressed a sympathetic understanding of the challenges that
government representatives faced, in working within the boundaries of bureaucracy, for
the most part, community representatives believed the pilot was meant to be an
opportunity to innovate and, should it be required, re-design the system of adult
disability services.

To this end, community representatives described their understanding of the steering
committee role as that of collaborative inter-agency decision-making. Collaborative
inter-agency decision-making functions with members working together to share and
assess client information and developing responsive action plans that address the
client’s needs. In contrast, government representatives did not share this
understanding. This differing perspectives on the role of the steering committee, and,
indeed, the roles of steering committee members, underpins the challenges of the pilot.
The following quotes illustrate this finding:

“There were no true barriers to sharing de-identified information. | think nerves
and anxiety from government prevented transparency.” (community
representative)

“I never got a sense of who we were helping. We asked over and over again and
were always told [we couldn’t see participant names/information] because of
privacy.” (community representative)

“We should have been given the opportunity to get to know those 30 participants.
| would have signed something to keep their information confidential.”
(community representative)

“We gave them a list of creative solutions and then spent months workshopping
them—only to be told why they couldn’t happen.” (community representative)

Service Providers Results

The following section provides findings from the on-line anonymous survey completed
by five respondents representing the service providers for the IAS pilot (i.e., IAS case
workers, IAS program managers). The results of the round two survey suggest
numerous successes, related to the implementation phase of the IAS pilot, ordered from
highest (5.0) to lowest score (1.0). In summary, factors concerning representation of
stakeholders and lived experience and person-centred considerations of services were
rated highest, while factors related to replication and sustainability were rated lowest.

e A variety of voices and opinions of stakeholders with lived experience were well
represented and heard throughout the project (5.00)
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e Participants’ needs were met using a variety of means and activities (5.00)

e Services delivered through the IAS pilot have been person-centred (5.00)

e As a service provider, my experience was well represented and heard throughout
the project (4.6)

e Best practice information from the pilot researcher was used to inform the pilot
project (4.6)

e This variety of means and activities will be easily replicated when the pilot
concludes (4.6)

e This variety of means and activities will be easily sustained when the pilot
concludes (4.4)

The tables below illustrate the ratings provided by the IAS pilot service providers:

A variety of voices and opinions of stakeholders with lived experience were well
represented and heard throughout the project, so far.

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

oo |Oo|o|Oo

Further to the issue of collaboration, an open-ended question (have there been any
issues so far with the collaborative process? Please describe.) indicated no issues were
identified, a response provided by all five survey respondents.

As a service provider, my experience was well represented and heard throughout the
roject, so far.

Strongly disagree

Disagree

Neither disagree nor agree
Agree

Strongly agree

N/A

Mean (average, highest = 5)

Alojw|v|o|lo|o

Best practice information from the pilot researcher was used to inform the pilot project,
so far.

Strongly disagree 4
Disagree 0
Neither disagree nor agree 1
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Agree

Strongly agree

N/A

Mean (average, highest = 5)

Alo|o|o

Participants’ needs were met using a variety of means and activities.

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

o000 |O

This variety of means and activities will be easily replicated when the pilot concludes.

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

Alolw|v|o|lo|o

This variety of means and activities will be easily sustained when the pilot concludes.

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

hIO|W|—~ |~ OO

Services delivered through the IAS pilot have been person-centred.

Strongly disagree

Disagree

Neither disagree nor agree

Agree

Strongly agree

N/A

Mean (average, highest = 5)

oo OO |O
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Person-centred Services

Qualitative data collected through the on-line confidential survey yields some
observations concerning possible limitations with the pilot, including factors related to
agency-level flexibility. As noted by three of the five respondents, some of the agencies
involved in service provision for the pilot were not always flexible in their response to the
service needs of the pilot participants. The quotes below illustrate this finding:

“Some of the agencies were not open to creative thinking outside the box.”

“Not all the involved agencies and/or services providers were able to think
outside the box or in a creative manner at all times. Some agencies are not fully
person centered what made the process more difficult.”

As noted by two of the five respondents, service provision protocols could, at times,
delay service responses for the participants. The quotes below illustrate this finding:

“The services at times required period of time to implement.”

“Streamline approvals so they are quicker. Allow case workers to have funding
approval authority around basic equipment or services without going the length
and hassle to go above to have approved.”

Future Direction for the Pilot

Qualitative data collected through the on-line confidential survey yielded one important
observation concerning the future direction of the pilot, including more involvement of
senior-level decision makers. The quote below illustrates this finding:

“What could have been done differently was having the Deputy Minister directly
involved at all times. Not only at the beginning and the end.”

Conclusion

The following section assesses the extent to which the IAS pilot addressed expectations
per the evaluation questions determined by the IAS steering committee. To this end,
each evaluation question is identified and answered accordingly.

Evaluation questions addressed through round two, only, of the process evaluation:

1. Did the range and effectiveness of the activities and interventions employed by
assigned staff support participants?

Yes, with few exceptions.

Findings from round two of the process evaluation demonstrate that the range
and effectiveness of the activities and interventions employed by assigned staff
do support most of the participants, though one participant stated their frustration
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with their experience with the pilot. The outcome evaluation will explore this
question in detail, with a larger sample of participant respondents.

Were participants’ needs met using a variety of means and activities that can be
replicated and sustained outside of the pilot project?

Not without additional resources.

The input by respondents suggests replication and sustainability of services for
the pilot present an issue that requires attention for future planning. For example,
case management was deemed an effective approach to ensuring person-
centred service delivery for pilot participants, but such an approach will require
additional resources should it be replicated or sustained beyond the pilot
duration.

Were a variety of voices and opinions of stakeholders with lived experience of
disability and engaging with services throughout Manitoba well represented and
heard throughout the project?

Yes, somewhat. While the engagement work collected input from persons with
lived experience across the province, there was a significant perceived power
imbalance among the government representatives and community
representatives of the steering committee. Indeed, some community
representatives expressed feeling that their involvement on the steering
committee felt like tokenism.

How was best practice information from the pilot researcher used to inform the
pilot project?

Moderate success to date.

Several enhancements were made to the processes of communication between
the pilot researcher and the steering committee, stemming from
recommendations made from round one of the process evaluation. These
enhancements improved responsiveness and collaboration, though some
challenges persisted.

Recommendations
The following recommendations reflect the input gathered through round two of the
process evaluation:

1.

Fully support the collaborative process: Most steering committee members
representing community expressed disappointment over the perceived power
imbalances that impeded truly collaborative decision-making. As this pilot was
grounded by a precedent-setting human rights settlement, it presented a unique
opportunity for government decision-makers to respond to the expertise of the
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steering committee’s community representatives, including their Creative
Solutions report.

. Secure an engaged government leadership in the pilot: Many steering committee
members suggested that recommendations for system-level change stemming
from the pilot evaluation and best practices research needed political
endorsement and direction from top-level political decision-makers. To this end,
an engaged government leadership was needed to best facilitate timely action
planning related to potential policy changes. Further, an engaged government
leadership may have mitigated issues with the collaborative decision-making
process.

. Plan and resource replication and sustainability efforts post-pilot: The services
delivered through the IAS pilot were reviewed favourably, largely due to the
enhanced flexibility of eligibility criteria and the increased allotment of home care
support. These favourable services require system-level action planning (e.g.,
policy changes, funding increases) should they be continued post-pilot.

. Strengthen the relationship between the pilot researcher and the steering
committee: Efforts to strengthen the relationship between pilot researcher (St.
Amant Research Centre) and the steering committee could include adding a
regularly scheduled research update into the steering committee’s meeting
agenda. Other suggested efforts could include strengthening the research
capacity of the steering committee members through orientation and education
materials, and/or strengthening knowledge translation materials in plain language
by the pilot researcher for the steering committee.
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Appendix E: Terms of Reference and Charter for IAS Steering
Committee

TERMS OF REFERENCE

Background to the IAS Pilot Project:
(Further details can be found in the Project Charter)

The Department of Families (Families), Department of Health and Winnipeg Regional
Health Authority (WRHA) have committed to developing a new service delivery model
for adults with both a medical diagnosis and complex disability related needs through a
pilot project. This model will be referred to as Integrated Adult Services (IAS) and will
focus on service coordination and integration. The IAS Pilot Project will identify service
barriers or gaps and work towards creative solutions that enhance quality of life. The
pilot project will engage with and document the lived experience of adults with a medical
diagnosis and complex-disability related needs living throughout Manitoba, while
addressing gaps in supports and service for 30 eligible adults in the Winnipeg Health
Region'?.

12 Winnipeg Health Region serves residents of the city of Winnipeg, as well as the
northern community of Churchill and the rural municipalities of East and West St. Paul
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The IAS Team is an internal working group comprised of employees from Families and
the WRHA and will be responsible for case managing, navigating, and coordinating
services for IAS participants.

The IAS pilot project will be developed based on the following principles:

e The IAS model will be person-centered;

e Assessment and service delivery will be based on each individual’s own needs
and service plans will be developed in collaboration with each person respecting
their right to self-determination;

e The model will emphasize and address the need for service coordination and
navigation;

e Creative solutions and problem solving within existing programs will be
emphasized;

e The project will document the lived experience of the 30 IAS pilot participants
and of other adults with a medical diagnosis and complex-disability related needs
living throughout Manitoba. The project will identify and address any gaps,
limitations, resource needs, or system barriers that may exist for the 30 adults in
the pilot;

e The model will be rooted in research, evidence, and best practices;

e Evaluation of programming and services will be based on individual outcomes
with the goal of informing systemic change; and

e Accessibility will be an overarching principle of IAS. The pilot project will be
accessible in practice, both in process and in substance. It will also aim to be
proactive, by removing barriers to participation.

Purpose

The purpose of the Steering Committee is to provide independent expertise, direction
and oversight of the development and implementation of the IAS Pilot Project. The
Steering Committee is an integral element of the IAS Pilot Project. The IAS Team (as
defined above) is responsible for service delivery and coordination.

The Steering Committee will ensure that the IAS Pilot Project is responsive to needs
and gaps in supports and services as identified by individuals with lived experience
accessing supports and services for adults with a medical diagnosis and complex
disability-related needs and their families. The Steering Committee will ensure that the
IAS Pilot Project, as a response to these needs and gaps, is conducted in a manner
reflective of best practice and of input provided by impacted individuals and
communities.

Mandate

The role and mandate of the Steering Committee is to direct and oversee the:

e development and implementation of the IAS Pilot Project by determining the
participant selection process, the process by which the IAS Pilot Project will
determine how participants’ needs are to be met within existing government and
WRHA programs and available resources as well as by determining the duration of
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the IAS Pilot Project. The Steering Committee will explore other mechanisms to
meet participant needs if participant needs cannot be met within existing programs;

e determine a needs assessment process that works in concert with current
government and WRHA processes, as required by policy and licensing bodies, with
the goal of conducting an individualized needs assessment and plan for each
participant3.

e reporting on barriers and gaps in programming and systems that are identified
throughout IAS;

e collection of stakeholder input through thorough consultation of individuals with lived
experience accessing supports and services for adults with a medical diagnosis and
complex disability-related needs and their families living throughout Manitoba,

e provision of supports and services to project participants through the IAS Pilot
Project for the purpose of assessing responsiveness to each individual’s identified
needs and for developing recommendations to government;

e retaining of at least one academic expert who will support the Committee in fulfilling
its mandate;

e criteria used to select an Independent Evaluator, scope of evaluator role, and
selection of the evaluator. The evaluator will compile and submit a report to the
Government of Manitoba, to be made public, describing the IAS Pilot Project and
identifying successes, shortcomings and recommendations; and

e preparation and submission of an Interim Report to the Government of Manitoba
subject to community engagement and including Interim Recommendations, and a
Final Report, subject to community engagement and including Final
Recommendations.

Membership

The Steering Committee will be comprised of individuals with a variety of backgrounds

and areas of expertise and will include:

e aleadership team representative from each participating government Department or
Agency;

e experts from each system;

e representatives of the Human Rights settlement

e community members including a representative from outside of The City of
Winnipeg;

e family members;

e service providers; and

e a representative chosen by the Manitoba Human Rights Commission.

At least one third of the Steering Committee will be comprised of persons with lived
experience, including the Complainants, and family members of persons with lived
experience.

13 Learning about a participant’s needs will not be limited to existing assessment
processes. Existing assessment processes will continue to be used as required by
policy and licensing bodies for the purpose of determining service options for the
participant. Discovery of alternative assessments may be conducted in parallel with
existing assessment processes.
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Meetings
The Committee will hold a minimum of one meeting per month.

Meeting minutes will be taken by a representative from Families, Health, or the WRHA
and circulated to the Steering Committee members following each meeting for
comments and edits.

Meetings will be chaired by a designated Steering Committee member.

An employee from the Department of Families and/or Health will be available to support
the Steering Committee with project management related activities. These activities
may include: coordinating meetings, recording and circulating meeting minutes, tracking
tasks assigned to committee members, conducting research on existing government
policies and processes and sharing findings with the committee, and preparing internal
government documents related to government approvals process (e.g. Treasury Board
submissions).

Two thirds of the Steering Committee must be in attendance for quorum. Quorum is
required for decision making although a meeting could still occur to facilitate information
sharing. The quorum must include persons with lived experience, including the
Complainants, and family members of persons with lived experience. The principle of
“Nothing About Us, Without Us” shapes our actions.

Member Responsibilities
e Participating in meetings and proposing agenda items;
e Carrying out tasks agreed upon at meetings; and
e Producing written material as needed and agreed to by Steering Committee
members (voluntary basis).

Chair Responsibilities

e Developing the agenda with input from other committee members and
distributing it to all committee members in advance of the meeting;

e Guiding meetings according to the agenda and time available;

e Encouraging the balanced analysis of all relevant issues and questions for a
variety of perspectives;

¢ Inviting all members to participate in discussions and decision-making; and

e Verifying that minutes of the meetings are accurately recorded.

Timelines and Deliverables

The target date for implementation of the IAS pilot project will be the fall of 2022.
Implementation in this context refers to the initial communication to potential participants
of the pilot project. Refer to Project Charter for a more detailed timeline for major
milestones.
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The Steering Committee will identify corresponding target dates for the submission of its
Interim and Final Reports and Recommendations.

The target date for the conclusion of the IAS Pilot Project, including for the submission
to government of the Final Report of the Independent Evaluator and of the Steering
Committee, will be 30 months from the selection of the pilot project participants.

Reporting and Decision Making

The Steering Committee will strive to make decisions based on a consensus model.
Where consensus cannot be achieved, decisions will be made by vote. In order to
succeed in a vote, a deciding majority must include at minimum five Steering Committee
members who are individuals with lived experience, their families, Service Providers, or
the representative of the Manitoba Human Rights Commission. Dissenting views will be
documented in the minutes.

All Reports and Recommendations, including but not limited to the Steering
Committee’s Interim and Final Reports, will be submitted to government at the Assistant
Deputy Minister level.

Budget

The Steering Committee will develop and submit a budget to government for approval.
The budget will include costs related to the Steering Committee including honoraria for
members with lived experience, all anticipated expenses incurred by members, and
resources and supports that may be needed by Steering Committee members in order
to successfully contribute to the committee.

Costs associated with conducting public engagement, retaining an independent
evaluator and an academic expert, printing, postage and communications will be the
responsibility of government.

Remuneration

Community and family members with lived experience who are part of the Steering
Committee will be provided an honorarium per meeting to a maximum per member per
calendar year. In addition, pre-approved expenses will also be provided for costs related
to carrying out their duties. (e.g. parking, mileage)

Other members of the Committee serve without remuneration and will be reimbursed by
the Manitoba government for any pre-approved expenses related to carrying out their
duties. (parking, mileage, etc.)

Effective Date

These terms came into force on September 15, 2022 as approved by the Steering
Committee, the Manitoba government and the WRHA.
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PROJECT CHARTER

The Department of Families (Families), Department of Health and Winnipeg Regional
Health Authority (WRHA) have committed to developing a new service delivery model
for adults with both a medical diagnosis and complex disability related needs through a
pilot project. This model will be referred to as Integrated Adult Services (IAS) and will
focus on service coordination and integration. The IAS Pilot Project will identify service
barriers or gaps and work towards creative solutions that enhance quality of life. The
pilot project will engage with and document the lived experience of adults with a medical
diagnosis and complex-disability related needs living throughout Manitoba, while
addressing gaps in supports and service for 30 eligible adults in the Winnipeg Health
Region.

The IAS Team is an internal working group comprised of employees from the
Department of Families and the WRHA and will be responsible for case managing,
navigating, and coordinating services for IAS participants.

Principles
The IAS pilot project will be developed based on the following principles:

e The IAS model will be person-centered;

e Assessment and service delivery will be based on each individual’s own needs
and service plans will be developed in collaboration with each person respecting
their right to self-determination;

e The model will emphasize and address the need for service coordination and
navigation;

e Creative solutions and problem solving within existing programs will be
emphasized;

e The project will document the lived experience of the 30 IAS pilot participants
and of other adults with a medical diagnosis and complex-disability related needs
living throughout Manitoba. The project will identify and address any gaps,
limitations, resource needs, or system barriers that may exist for the 30 adults in
the pilot;

e The model will be rooted in research, evidence, and best practices;

e Evaluation of programming and services will be based on individual outcomes
with the goal of informing systemic change; and

e Accessibility will be an overarching principle of IAS. The pilot project will be
accessible in practice both in process and in substance. It will also aim to be
proactive by removing barriers to participation.

Goals
The goals of the IAS Pilot Project are:
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1. To recruit 30 adults, living in the Winnipeg Health Region'4, who have both a
medical diagnosis and complex disability needs and are experiencing gaps in
services and supports that prevent their full participation in home and community
life. Recruitment efforts will focus on ensuring a broad representation of people
who are diverse in age, gender identity, needs, rural/urban, housing situation,

etc.

2. To create and pilot a new service delivery model with identified participants in
order to:

a.

Meet the needs of the participants. Services and supports should be
designed in a way that is sustainable'® and endure past the end of the
pilot project.

Explore new strategies and service delivery activities that reduce the
agreed to gaps in services and supports. IAS will be delivered by a team
comprised of members from Families and WRHA. The members of the
team will coordinate, navigate and manage transitions and where
possible, will leverage services and supports within each other’s systems,
external services, partners and programs.

Explore and trial new ways of assessing, coordinating and delivering
services that may improve the experience of those the pilot serves.
Activities will focus on solutions that provide the maximum amount of
control desired by the participants in managing their services and are
sustainable beyond the pilot project.

Engage with broad stakeholders to inform the structure, activities and
outcomes of the pilot project.

Evaluate the process and outcomes of the pilot project in order to inform
recommendations for future change. The project will employ an
independent researcher and evaluation team to assist with findings,
reporting and recommendations.

Create reports (interim and final — developed by the independent
researcher) that is based on the experience of the pilot participants, the
results of community engagement and independent research.

Learn from the experiences and activities within the pilot, to implement
long term, meaningful change in the overall service delivery system.

Success indicators
e Pilot project participants experience and express improved quality of life as a
result of the project activities.

4 Winnipeg Health Region serves residents of the city of Winnipeg, as well as the
northern community of Churchill and the rural municipalities of East and West St. Paul

15 Interpretation of sustainable: it is recognized that services provided to IAS participants
during the pilot should not be abruptly discontinued at the end of the pilot. Government
and WRHA are committed to continuing service planning and supporting IAS
participants past the conclusion of the IAS pilot project
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Participants come from diverse backgrounds, age, gender identity, housing and
support situation, and present with a variety of gaps and needs to help inform the
project.

A skilled, consistent team of staff will be hired or assigned to support pilot
participants and the pilot throughout its activities.

People served in the pilot participate in a timely, robust, empowering and
comprehensive discovery & assessment process that identifies their needs, wills,
priorities and perspectives.

People’s needs are met using a variety of means and activities that can be
replicated and sustained outside of the pilot project.

The voice and opinions of stakeholders with lived experience of disability and
receiving services living throughout Manitoba are well represented and heard
throughout the project.

An objective, third party evaluation is completed within the timeframe identified.
Evaluation data and feedback will be provided throughout the pilot to shape
project activities.

Interim and Final report will integrate findings from the independent evaluation.
Strong, clear recommendations for sustained system change that will address
identified gaps in services are developed and forwarded to decision makers
within the Government of Manitoba and the WRHA.

The Manitoba government and WRHA will review and respond to all
recommendations set out in the Final report, present its go forward plan within six
months of receiving the final report, and will make every effort to implement the
accepted recommendations in a timely manner.

Stakeholders and roles

The Steering Committee will provide independent expertise, direction and
oversight of the development and implementation of the IAS Pilot Project (see
Terms of Reference for further details).

The IAS Team will be responsible for case managing, navigating, and
coordinating services for IAS Participants.

The IAS Participants will engage with the IAS Team for the purpose of identifying
gaps in and barriers to services, developing an individual service plan, and
providing feedback for the program evaluation.

The Academic Expert will support the Steering Committee by conducting a
literature review and research on best practices and summarizing and presenting
their literature review and research findings to the Steering Committee.

The organization selected to perform the evaluation will perform a thorough and
robust evaluation of the IAS Pilot Project, plan lead and facilitate two rounds of
accessible community engagement and will prepare an interim report and final
report identifying successes, shortcomings, and recommendations of the pilot.

Scope and budget

A budget has been earmarked by the Manitoba government for contracting with a
service provider to conduct an independent evaluation and to facilitate stakeholder
engagement and for contracting with St. Amant Research Centre to synthesize and
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present applicable research and facilitate knowledge translation for the benefit of the
Steering Committee. This amount is for the term of the pilot.

Note: Milestones, deliverables and timelines can be found in the Addendum.
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