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Exploring the Needs of People Waiting for Community-based Attendant
Services (Attendant Outreach & Supportive Housing)

Project Overview & Rationale
Attendant Outreach and Supportive Housing services are services funded by the Ontario Ministry of
Health & Long-Term Care to support the complex care needs of people with physical disabilities and
allow them to remain at home, in their community.
e Attendant Outreach provides personal care on a pre-scheduled basis, between the hours of 6 am
and midnight, 365 days a year.
e Supportive Housing offers personal care and home support services on a pre-scheduled and
urgent basis, 24 hours a day/ 365 days a year for people with physical disabilities.

The care provided under the auspices of ‘Attendant Services’ is complex, requiring delegated training
and on-going monitoring from registered nurses for bowel and bladder routines, tube feeding,
tracheostomy care, care for bariatric clients and for ventilator-dependent clients who reside in the
community.

Disabilities need not be from birth (eg Spina Bifida). They may also be acquired as in a spinal cord
injury incurred due to a motor vehicle or diving accident. Disabilities may also be acquired as a result of
a chronic progressive disease, such as Multiple Sclerosis, Lou Gehrig’s disease and Huntington’s
Disease. And an irreversible (or permanent) disability may be acquired as a person ages, such as
arthritis that debilitates movement and mobility.

In short, the target population has high acuity and so complex care beyond the scope of the Personal
Support Worker is needed, and the demand for services that effectively respond to disability will
increase in an aging demographic.

As of Dec. 2016, there were over 275 people on the waitlist for this service. The average wait-time from
application to start of service was 6.3 years. As of August 2017, the waitlist number remains consistent
however the wait-time from application to start of service has now grown to almost 7 years.

The goals of this project were to have a better understanding of how these people are coping while they
wait to receive the most appropriate service for their health care needs, what are their personal
challenges, and what could be done in response.
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Executive Summary

Attendant service falls under the banner of ‘Community Support Services’. Attendant Service supports
people with permanent physical disabilities — a population with high acuity due to multiple chronic
conditions and co-morbidities.

The ‘home care’ standard for personal care in Ontario is service provided by Personal Support Workers
(P.S.W.s) funded by the legacy CCACs, now Home & Community Care as provided by LHINs®. There
is a broad perception that community support services provide a level of care below what legacy
CCAC’s aim to provide. The exception is attendant service. In fact, attendant service exceeds the
scope of PSW service, because of the complex care needs of the population.

Attendant service is provided in 2 ways:
e On an Outreach basis, within the community, on a pre-scheduled basis between the hours of 6
am and midnight, 365 days a year;
e In a Supportive Housing setting, on both a pre-scheduled and urgent basis, 24/7, 365 days a year.

Attendant services have lacked the funding increases needed to respond to a steadily growing demand.
Hence, a waitlist for Attendant Services exists within the Champlain LHIN. As of December 2016, 275
people were waiting for Attendant Outreach or Supportive Housing in Eastern Ontario. In the absence
of additional funding, the capacity of provider agencies of Attendant Outreach service and Supportive
Housing service remains at 2012 and 1995 levels respectively, while demand for these services — and
therefore the waitlist — continues to grow.

This research project was intended to determine the coping strategies and level of health resource
utilization of applicants while they wait for their preferred Attendant Services. The project was a
partnership between VHA Health & Home Support and the Michaélle Jean Centre for Global and
Community Engagement of the University of Ottawa. The research was conducted using a telephone
survey of waitlisted applicants for Attendant Services throughout the Champlain LHIN. Respondents
were randomly selected and participation was entirely voluntary. Seventy-one (71) responses were
gathered (>25% of total waitlisted applicants).

A review of existing literature provided little that speaks to the needs and coping strategies of people
waitlisted for a health service, but provided compelling evidence for investment in community support
services as the most efficient, cost effective health service that met the desired goals of Ontarians — to
remain at home, within their own community.

Not surprisingly, survey results identified people totally discouraged by a health care system that is
unresponsive to their needs. They are mostly living at home where they prefer to be, but at risk. Their
chronic conditions and disabilities are exacerbated by the aging process and their quality of life is
negatively impacted by the lack of disability-appropriate Attendant service.

Clearly, the only effective response is new investment by the Champlain LHIN. However, in
consideration of a limited funding pot, options within a tiered response are identified to this growing
demand by a high acuity population.

! Pursuant to Patients First Act (2016).
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Research Partners

University of Ottawa, Michaélle Jean Centre for Global and Community Engagement

Michaélle Jean Centre for Global and Community Engagement is helping to ensure that uOttawa
students can graduate with not only the education, but also the inspiration and the experience to turn
ideals into action, to truly change the world around them. For 40% of students who volunteer through
the Centre and receive academic credit for completed volunteer projects, it is their first formal
volunteering experience. Often, it sparks the realization that they have a valuable contribution to make
and inspires them to do more.

Our approach is good for students, but it also helps the community organizations we partner with here in
Ottawa, across the country and around the world.?

Michaélle Jean Centre for Global and Community Engagement
Tabaret Hall

550 Cumberland, Room 304

Ottawa ON K1N 6N5

servingothers@uOttawa.ca

VHA Health & Home Support

Since 1955, VHA Health & Home Support brings wellness services to people’s lives. Our goal is to
promote personal well-being through professional care, support and education to clients and their
families — when and where they need it most. We are dedicated to our community, and determined to
help people affected by health challenges enjoy the dignity and independence of living the way they
want to live. Our services include Attendant Services - complex care including respiratory and personal
care services provided to people with permanent physical disabilities.

In 1998, VHA was asked by the local area office of the Ontario Ministry of Health & Long-Term Care
to develop and administer a central access point for people needing Attendant Services (Attendant
Outreach and Supportive Housing) throughout Eastern Ontario® so that an accurate and up-to-date
measure of service demand could be readily available to decision-makers.

Since 2015, VHA has had a research partnership with uOttawa and the Michaélle Jean Centre for Global
and Community Engagement. This is the 3" research project sponsored by VHA and the Centre.
VHA'’s interest in conducting research is to inform our work and to provide evidence that serves the
interests of our clients and our community, and supports informed business decisions.

VHA Health & Home Support

Suite 700, 250 City Centre Avenue,

AN Ottawa, ON K1R 6K7
Accmm\ www.vhaottawa.ca

/
I |
-
\ ACCREDITATION /
\ AGREMENT 74
\ CANADA 7

2 https://www.uottawa.ca/give/program/centre-global-and-community-engagement, accessed June 2017.
3 Currently, the geographic area of the Champlain Local Health Integration Network (LHIN)
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Research Ethics
A research ethics review specifically focuses on assessing and mitigating any ethical issues that are
raised when people are involved as participants in research. Research projects are assessed according to
three objectives:
1. the broadest objective is to protect human participants.
2. toensure that research is conducted in a way that serves interests of individuals, groups and/or
society as a whole.
3. to examine specific research activities for their ethical soundness, looking at issues such as the
management of risk, protection of confidentiality and the process of informed consent.

The University of Ottawa has access to Ethics Reviews because of its status as a teaching institution.
VHA has access to the Champlain Centre for Health Care Ethics for ethics consultation, review and
support.

\DGES.BATI
3> RD@

y y ; 3
5& {r“ @%’ The Champlan.l C’enfre for Health .Care Ethics
" Le Centre de bioéthique Champlain

A research ethics review was conducted at both the VHA Ethics Committee as well as at the Michaélle
Jean Centre for Global and Community Engagement. This project passed the research ethics review at
both organizations.
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Literature Review
» Regarding demand for health care services and waitlists -

Ontarians are living longer and for the most part healthier. Nevertheless, more are experiencing chronic
health and social needs which, if not addressed in community settings, can quickly escalate to costly
hospital and LTC admissions. However, as the Donner Report, 2015 concluded, there is a growing gap
between population needs and available home and community care. In response, Ontario’s Patients
First: A Roadmap to Strengthen Home and Community Care (2015) set a bold new course by promising
that ‘everyone who has needs that can be reasonably met in “the home or community will receive
support to do so.”

Less remarked are the growing numbers of children with complex medical conditions who, due to
medical advances, are living into adulthood outside of hospitals, and requiring a range of community-
based health and social supports.

“The increase in size and age composition of the Champlain LHIN population will significantly increase
demand for sub-acute care, beyond likely availability of resources.
¢ Need to look aggressively for opportunities to mitigate cost impact via shifts in service
modalities and efficiencies.”*

» Regarding the role of community support services in the health care continuum -

In his 2011 analysis of Ontario’s persistent ALC problems, Dr. David Walker concluded that a lack of
community-based care too often leads to otherwise avoidable hospital admissions, extended hospital
stays, further physical and mental decline, and permanent placement in residential Long-Term Care.

Don Drummond, in his 2012 examination of Ontario’s public services, observed that the current health
care system is not a system; that it is costly; that it does not produce strong outcomes; and that to address
rising complex chronic needs, which account for the bulk of provincial health care costs, Ontario
requires a coordinated, patient-centred continuum of care, rooted in the community.

Dr. Samir Sinha’s provincial senior’s strategy (2013) similarly concluded that to support Ontario’s
growing health care needs, the province needs an integrated, appropriately funded, community-based,
continuum of care.

Contracted by the Champlain LHIN to examine the LHINs ability to manage CCAC service demand,
Colin Preyra PhD, spoke to the community support budget allotted by the Champlain LHIN in recent
years:

‘...we estimate that Champlain spending per capita is 25% less than the rest of the province. Not only
does this point to a larger community care gap than was indicated by the CCAC population-based
analysis, it suggests that CSS (community support services) could expand significantly to reduce
pressure on CCACs and LTC homes. ®

4 Champlain LHIN Sub-Acute Care Capacity Planning, HayGroup, 2016.
> Preyra, Colin, Presentation to the Board of Directors of the Champlain LHIN, April 26, 2017. Accessed at
http://www.champlainlhin.on.ca/BdandGov/Mtg%?20Info/Packages.aspx (April 20, 2017 meeting package)
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» Regarding the health care needs of people with physical disabilities -

The World Health Organization® has provided evidence that, as a group, people with physical disabilities
experience poorer levels of health than the general population.

e Because of their disability(s), this population experiences barriers in accessing health care.
Approximately 15% of physician offices in Ontario have an accessible examination room with
adjustable plinth and mechanical lift. Barriers in accessing health care can have negative effects
on health.

e Because of their disability(s), this population often has care needs far more complex than the
general population.

e And, because of their disability(s), this population experiences a narrower baseline margin of
good health than the general population, thus limiting their ability to maintain good health and
recover from illness. Age-related diseases are acquired at a much earlier age — approximately
50 years — in persons with physical disabilities.

The Canadian Council for Social Development identified that two-thirds (66%) of women with
disabilities aged 65 years and older reported arthritis/rheumatism, compared with 39% of their non-
disabled counterparts. Other conditions and diseases which are more likely to have an impact on people
with disabilities include heart disease, hypertension and diabetes.

‘Persons with disabilities are more likely than those without disabilities to have diabetes, and this is
particularly pronounced among seniors. Among senior men with disabilities, nearly one in five (19%)
reported having diabetes, compared with 12% of their non-disabled counterparts. Among senior women
with disabilities, 14% had diabetes compared with 9% of their non-disabled counterparts.’’

In addition, many people with disabilities experience worse socioeconomic outcomes than people
without disabilities: they generally experience higher rates of poverty, lower employment rates, and
have less education. They also have unequal access to health care services and therefore have unmet
health care needs compared with the general population.

And the cohort of people with physical disabilities is growing. Advances in medical science and
technology have, in effect, created a new cohort of seniors with physical disabilities whose health issues
become compounded by the aging process as well as chronic disease progression.

The 2012 Canadian Survey on Disability was intended to capture the experience of individuals who ...
“not only have difficulty or impairment due to a long-term condition or health problem, but also
experience a limitation on their daily activities.”® The survey revealed that the prevalence of individuals
who reported having a disability increased with age. Thirty-three percent (33%) of seniors aged 65
years and older reported having some type of disability, but this figure rose to 43% for individuals who
were 75 years of age of older.

& World Report on Disability, http://www.who.int/disabilities/world_report/2011/chapter3.pdf
7 Canadian Council for Social Development, Fact Sheet #14, Persons with Disabilities & Health, 2004
8 http://www.statcan.gc.ca/pub/89-654-x/89-654-x2013002-eng.htm
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For people living with a physical disability from birth, or acquired as a young adult, the study also
determined that the prevalence of pain-related, flexibility, dexterity and mobility challenges were most
likely to increase with age, starting well before reaching age 65.

» Regarding Attendant Services and independent living -

‘For over five decades, Independent Living providers of Attendant Services have supported tens of
thousands of Ontarians whose ongoing physical and cognitive needs are so complex they would
otherwise have lived most of all of their lives in institutional settings. This includes persons living with
combinations of Cerebral Palsy, Arthritis, Stroke, Muscular Sclerosis, Spinal Cord Injury (SPI), Spina
Bifida, Diabetes, Parkinson’s Disease and Huntington’s Disease, as well as ABI. It includes growing
numbers of high needs older persons, and their caregivers, at risk of losing independence.’®

Evidence shows that Attendant Outreach and Supportive Housing services:

e Respond to unmet needs — demand for independent living services now far outstrips capacity
resulting in long waitlists and increased burden for caregivers.

e Are cost-effective — compared to hospitals, Attendant services (outreach and supportive housing)
are less costly; compared to LTC, these services and supports are no more costly even when
providing similar levels of care.

e Produce value at individual and system levels. Ontario data show that the needs of persons with
disabilities living in supportive housing, and those living at home with outreach services, are
comparable to, or exceed those living in the community with legacy CCAC home care services,
as well as residents in LTC.10

Surveyors were unable to identify any literature specifically addressing the status of persons with
physical disabilities who are waitlisted to receive Attendant Services.

» Regarding patient acuity —
Acuteness is the level of severity of illness. It is one of the parameters considered in patient
classification systems that are designed to serve as guidelines for allocation of health care resources and
to aid in long-range budget projections. Two tools have been adopted by the Ontario Ministry of Health
and Long-Term Care to assess community-based client care needs — the interRAI HC (Home Care) used
by legacy CCACs, and the interRAI CHA (Community Health Assessment), used by community
support service agencies.

The interRAI-HC produces several scores used to prioritize clients for allocation of health resources,
including an overall ‘HC score’ and a MAPLe score'!, both which are biased toward a geriatric
population at high risk of decline or with increased likelihood of improvement!2. CCAC’s use the RAI-
HC scores of their clients as evidence of high acuity and therefore, budgetary need.

® lbid, Executive Summary, pg ii.

10 1hid, Executive Summary, pg iii

1 The MAPLe score is calculated using the following criteria: Falls, Medication management difficulty, Cognitive
Performance, Institutional Risk, Behaviour (wandering, physically abusive, socially inappropriate, etc.) and Geriatric
Screener (including transportation difficulty, stamina, meal prep difficulty, cognitive skills for daily decision-making).
12 Morris, J. et al, interRAI Clinical Assessment Protocols (CAPS), For Use with Community and Long-Term Care
Assessment Instruments, March 2008, Canadian Institute for Health Information.
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The interRAI-HC does NOT consider care needs related to maintenance of health status, including but
not limited to the following activities of daily living:

e upper and lower body dressing

e bed mobility, and

e transfers.

These are three of the most consistent tasks required by people with physical disabilities, and the work
of providing a transfer of a frail senior with limited mobility is very much different from a full transfer
using a mechanical lift of a quadriplegic client with zero mobility.

Hospital Discharge Planners and CCAC Care Coordinators know this, which is why they are the largest
source of referrals to Attendant Services. In fact, CCAC Care Coordinators are informed of this
component of the interRAI-HC during training in completing the assessment.?

This may account for the fact that 89% of applicants on the Champlain Common Waitlist for Attendant
Services identified!* they had assistance completing their application from a CCAC Care Coordinator.

13 Source: Champlain LHIN Home and Community Care.

14 The Application for Attendant Services requires each applicant to identify alternate contact(s) who could speak to their
need for care and health condition. 89% of applicants had an interRAI-HC completed and uploaded for viewing, with the
consent of the applicant.
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Methodology

The project involved amending an existing survey tool used elsewhere in Ontario, and surveying a
sample of 25% (approx. 70 applicants) of 275 waitlisted applicants for Supportive Housing and
Attendant Outreach residing throughout the Champlain Local Health Integration Network (LHIN). The
goal of the project was to determine how people with physical disabilities are coping while waiting for
their preferred Attendant Service. Applications for Attendant Service were updated during this process.

Survey questions focussed on determining:
e what services are respondents receiving in the interim, while waiting for Attendant Services;
e what risks are respondents living with:
o living conditions;
o health status, and
e respondent history of hospital visits and/or unmet health care needs.

1. Type of Research
The type of research used in this study was qualitative research. Qualitative research studies can
provide details that quantitative studies cannot match. Telephone interviews were conducted with
respondents using a structured questionnaire. The surveyors documented opinions, patterns, needs,
pain points, and other types of information without yet fully understanding what data will be
meaningful.

Following data collection, rather than performing a statistical analysis, the surveyors looked for
trends in the data. In identifying trends, surveyors looked for statements that were similar across
several different respondents.

2. Surveyors
This project was conducted by students from uOttawa, Faculty of Medicine, through the Michaelle

Jean Centre for Global and Community Engagement. Two surveyors (David Lavoie, and Chu Qi
(‘Sandy’) Wang, MD Candidates 2020) were selected from 165 potential volunteers. Each surveyor
signed a legally binding Confidentiality Agreement in consideration of the personal private
information they might have access to during the project.

The students provided over 60 hours of volunteer work at the VHA office between the months of
January and April 2017, with surveys conducted during supervised office hours: Monday - Friday,
between the hours of 8:30 am — 8:30 pm. The surveyors:
I.  conducted telephone interviews with respondents; and
ii. drafted a final report of findings; and
iii.  presented their findings to the VHA Board of Directors?®.

15 Number of waitlisted as at Dec 2016
16 Minutes of meeting of the VHA Board of Directors, May 15, 2017
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3.

4.

5.

Sampling Method

The project involved surveying a sample of 25% (approx. 70 applicants) of 275 waitlisted
applicants for Supportive Housing and Attendant Outreach residing throughout the Champlain Local
Health Integration Network (LHIN). Each waitlist applicant was numbered and respondents were
selected randomly, using a random number table. Random selection of respondents provided for a
scientific result that could be used to represent the entirety of the waitlisted population.

Respondents
Respondents live within the geographic boundaries of the Champlain LHIN. All respondents had

completed and submitted an application'® for Attendant Services. At the time of the survey, the
average length of time for any applicant on the waitlist for Attendant Service was 6.3 years.

In consideration of personal privacy, information about respondents and contact with respondents,
surveyors were only permitted to access and use applicant data at VHA’s office site. The randomly
sampled respondents were asked by the researcher for consent and approval to answer the
questionnaire. The survey was conducted until the desired number of respondents (70) was reached.

Questionnaire

The questionnaire asked questions relating to respondents’ current living situation, any supports
currently in place, as well as any recent hospitalization.

The questionnaire was sourced from health service providers (HSPs) of attendant service within the
SouthEast Local Health Integration Network (LHIN) (see Appendix A). In 2016, the SouthEast
LHIN directed it be used by attendant service HSPs to identify:
i.  the level of health resource utilization by applicants waiting to receive community-based
attendant service; and
ii.  how applicants are coping while waiting for a community-based service.

The SE LHIN questionnaire was adjusted by the surveyors to include an open-ended question which
would allow respondents to tell their story in their own words. See VHA survey at Appendix B.

17 Number of waitlisted as at Dec 2016
18 Champlain Attendant Services Application
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Survey Results

The desired sample size was exceeded. Seventy-one (71) responses were provided for this survey (25%

of waitlisted applicants as of December 2016 = 70).

What is your current living situation?
Living alone 56% (n=40)
Living with family ~ 33% (n=23)
Other 11% (n=8)

Other:
Long-Term Care
Complex Continuing Care (St. Vincent’s)

What is your current living situation?

M Living alone M Living with family & Other

18%

56% of respondents are living alone.

We’d like to understand how you are coping until Attendant Services are available to you.

Are you currently receiving support from someone else?
Yes 68% (n=48)
No 32% (n=23)

If Yes, from whom:

Champlain Community Care Access Centre!® 56.3% (n=40)
Family / Friends 7.0% (n=5)
Purchased PSW service 4.2% (n=3)

19 Currently the Champlain LHIN, effective May 2017
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In the past 3 months, did you require medical attention at the Emergency Department?

Yes  40.8% (n=29)
No  59.2% (n=42)

In the past 3 months, did you require
medical attention at a hospital Emergency
Department?

—_—_— e =

If yes, for what reason?

Reason / Health Concern (n=29)
Pneumonia (2) / respiratory distress (1)
Cardiac / congestive heart failure (2) / chest pains (4)
Circulatory / swelling in limbs (3)
Cellulitis (4)
Dehydration (2)
Bladder Infection: related to catheter (5)
Fall — out of wheelchair (2)
Chronic disease related (M.S. 1; asthma (2); diabetes (1))

Over 40% of respondents required a visit to a hospital ED within the previous 3 months.

Exploring the Needs of People Waiting for Community-based Attendant Services
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Since you applied for Attendant Services, have you required hospitalization (longer than a visit of
24 hours or less to the ER department)?

Yes 73% (n=52)

No 27% (n=19)

If yes, how long was your hospital stay?

Less than 1 week (n=18)
1 week to 3 weeks (n=14)
1 month to 2 months (n=10)
2 months to 6 months (n=4)
6 months to 1 year (n=5)
Longer than 1 year (n=1)

When you were in the hospital, were you designated Alternate Level of Care (ALC)?
Yes 7% (n=10)
No 17% (n=12)
Don’tknow 76% (n=30)

Most respondents were unfamiliar with the term ‘ALC’ and were unaware if they had been so
designated.

Have you made application to a Long-Term Care Home?
Yes  24% (n=17)
No  76% (n=54)

Have you made application to a
Long-Term Care Home?

Yes
24%

76% of respondents have not applied to LTC.

If not, why not?
Still too independent to be in LTC 8% (n=6)
Want to remain at home 92% (n=65)

Exploring the Needs of People Waiting for Community-based Attendant Services
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Is there anything else you would like to tell us?

Trends in responses to this open-ended question:
e health challenges associated with aging
e chronic disease progression
assistance needed with ADLs
assistance needed with IADLs
fear of the future
discouragement with the local health care system
inaccessible housing

e The process of applying for different programs is tough. I don’t know what I qualify for and
where there isn’t a waitlist. I can’t plan for the future. This experience (of applying for
Attendant Services) has really discouraged me.

e I can’t get enough help. I really need Supportive Housing in Ottawa so | can be closer to my
doctor at The Rehabilitation Centre. I guess I’'m just getting weaker until then.

e | get help from my son and 3 hours a week from the CCAC. My home has a broken bath and
shower so I’ve been having a face-cloth bath. I haven’t washed my hair in 6 months.

e | used to live with my autistic son, but he left in June 2016. I’'m worried about keeping up with
the housecleaning and it’s really hard to get groceries. | first applied for (Attendant Services) in
2015 and got nowhere because of lots of other people ahead of me on the list. What am | going
to do?

e I worry all the time. I’m scared of what will happen to me if I can’t get the help I need.

e D’m paying for a few hours of help from (CCAC). Ilike the workers but I need help with making
meals and | need more help so I can have a shower.

e [D’ve lost weight and frankly, I’m afraid of starving because I don’t have the strength to make my
meals.

e [ had a stroke in March 2016 and I’m getting weaker. I don’t want to, but [ may have no other
option but to go to (Long-Term Care).

e [ justcan’t believe that a quadriplegic can be discharged from the hospital and sent home with a
little help for a few weeks and then nothing. If I can’t get help, in my situation, I wonder who
does get help?

e My daughter helps as much as she can but her husband has Multiple Sclerosis and he needs her.
The CCAC sends a nurse to help me shower once a week. My catheter causes me problems
about every 6 weeks, and I have to go to the hospital emergency because of infections.

e The CCAC is giving me 1.25 hours of care twice a week, and my neighbour helps with some
homemaking. I don’t have much money. I run out of food and need help from the food bank.

e | need Supportive Housing. Where I am now, I can’t get out because it’s not accessible for my
wheelchair.

¢ I’m in a wheelchair and get dizzy a lot so I fall out of my chair. I had a really bad fall last month
and woke up in the hospital. | really need help with meals and laundry and 1 would love to have
a shower. I know I don’t smell good.

e [’m really unhappy with the health system. There are attitude issues with the treatment of
disabled individuals.

Exploring the Needs of People Waiting for Community-based Attendant Services
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e | use awalker and sometimes a wheelchair. | have a friend who is helping me with groceries.
Both my sisters were helping me but they are getting older and can’t help me anymore.

e | had to move into (a Long-Term Care facility) because I can’t get to the toilet on my own. I’'m
46 years old! It was not my choice. I’m in a single room and my partner isn’t allowed to live
here with me. Some life....

e [’'m trapped in my wheelchair in this house. What am I supposed to do until I can get into
Supportive Housing?

¢ I’'m at the maximum for CCAC hours, and they want to cut me off. Then what?

e |have M.S., and in a wheelchair and | have IBS (Irritable Bowel Syndrome). | have trouble
getting to the bathroom and always worry about emergencies.

e [live with my folks but they’re older now. | use an electric wheelchair to get around but | have
no place to go. | would love to have an accessible place of my own so | can start an independent
life.

e | thought I would grow old and keep doing the things I loved to do. | have rheumatoid and osteo
arthritis, and that caused spinal stenosis. My hands are crippled so my husband has to feed me. |
can’t walk anymore, SO | sit all day in a wheelchair. I need changing but my husband can’t move
me very often. Sometimes | have to sleep in my wheelchair if my husband is too tired to help me
to bed. So much for all those TV ads about growing old gracefully. It might be more ‘graceful’
if 1 could get the help I need. My husband deserves a break. | met lots of old folks like me in the
hospital and we all need the same kind of help. Where is it?

Exploring the Needs of People Waiting for Community-based Attendant Services
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Discussion
What are Attendant Services and who needs them?

Attendant Service is one provided in 2 ways:
e On an Outreach basis, within the community, on a pre-scheduled basis between the hours of 6
am and midnight, 365 days a year;
« Ina Supportive Housing setting, on both a pre-scheduled and urgent basis, 24/7, 365 days a year.

Attendant service falls under the banner of ‘Community Support Services’. Within the Champlain
LHIN, community support services include:
e Meals on Wheels / meals programs
e Adult Day Programs
e Homemaking
o Transportation
e Attendant Services, provided and funded in 2 different ways
o Attendant Care Outreach
o Assisted Living for Seniors / Supportive Housing.

The interRAI-HC assessment tool used by CCAC Care Coordinators is biased toward identifying a
geriatric population at imminent risk of deterioration. People with physical disabilities require services
as soon as the injury is incurred, the disease strikes, or as soon as they are considered adults at age 16
yrs. They often rank as having very low need on 2 of the most significant measures of the HC: cognitive
decline and fluctuating/changing health status, but rank high in the remaining three scores provided by
the inter-RAI-HC. Care Coordinators understand the interRAI-HC tool and the scope of Personal
Support Services, and are the single largest source of referrals to Attendant Services.

Budget decisions regarding CCAC and community support services made by the Champlain LHIN are
made in consideration of client scores of ‘acuity’, as provided by the interRAI tools. The Champlain
CCAC regularly touts a ‘high client acuity’ as reflected by a HC score of 16/28 or greater.

However, the interRAI-HC is skewed toward a frail and declining geriatric population while interRAI-
CHA scores identify health ‘maintenance’, or chronic care, needs. Largely based on HC scores of
acuity, the LHIN’s budget allocation process drives resources to legacy CCAC services and under-funds
community support services. Clearly, this the case at the Champlain LHIN where community support
services are under-funded 25% less than in other LHINSs in Ontario® and where community support
services have not received cost of living adjustments for the better part of five (5) years. In the same
time period, the Champlain CCAC received annual increases to its budget as well as several instances of
one-time funding in support of legacy CCAC budget deficits.

In fact, when the interRAI-HC measures for cognitive status scale (CPS) and for changes in health score
(CHESS) are controlled, clients receiving Attendant Services, particularly those needing Supportive
Housing, regularly score an interRAI-HC acuity measure of 19 or greater.

20 preyra, C, Presentation to the Board of Directors of the Champlain LHIN, April 26, 2017.
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Attendant Service supports a higher acuity clientele than any other community support service due to
multiple chronic conditions and co-morbidities. Chronic progressive diseases, birth defects and spinal
cord injuries will not likely improve, nor do they generally show signs of ‘imminent’ deterioration,
although the person’s health status will most certainly erode over time, at a faster pace than the general
population.

Health Conditions of VHA Clients (2016)

e Spinal Cord Injury (SCI), leading to e Chronic Progressive Disease
paralysis (paraplegia or quadriplegia) e Multiple Sclerosis (MS)
Cerebral Palsy (CP) e Muscular Dystrophy (MD)
Stroke e ALS (Lou Gehrig's Disease)
Birth defects e Parkinson's Disease

e Spina Bifida ¢ Huntington’s Disease
e Arthritis (osteo &/or
rheumatoid)

Co-Morbidities of VHA Clients

» Polypharmacy e Mental illness / distress

» Substance abuse & addiction (alcohol & e Social isolation
drugs) ¢ Poor/inadequate nutrition

» Caregiver burnout

Suffice it to say that providing a shower or bath to a frail senior who has even the slightest level of
mobility and movement to assist with washing, does not compare to transferring a quadriplegic®* from a
motorized wheelchair, using the slings and straps associated with safe use of a mechanical lift, and
lifting and washing each limb for that person, and returning the person to their wheelchair.

The scope of Attendant Service surpasses that of the Personal Support Worker (PSW) of necessity,
because of the health condition of clients. Attendant service includes all the tasks approved to be
provided by a PSW?? as well as advanced practice tasks (in red on next table).

If a legacy CCAC client requires advanced practice tasks, the client will be provided registered nursing
staff to do the tasks. Attendant Services includes these tasks, provided by Attendants, trained and
monitored by registered nursing staff — all at a lesser cost than nursing services.

21 a person affected by paralysis of all four limbs
22 Ontario Association of Community Care Access Centre, Tasks Approved for PSWs, 2015.
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Washing hands and face

Dressing and undressing

Bathing / showering

Bowel routine
e Use of suppositories
e Digital stimulation

Getting up & going to bed
e Re-positioning

Assisted exercise / range of motion (ROM)

Feeding
e Assisted eating
e Gastrostomy (tube) feedings

Pericare
e Menstrual care

Palliative care

Mouth / oral care
e Brushing teeth
e Cleaning dentures

Respiratory Care
e Trach care
e Trach suctioning
e CPAP (continuous Positive Airway

Toileting Pressure)

o Bladder care e BIPAP (Bi-Level Positive Airway

e Use of bedpan/urinal Pressure) _ _

e Changing incontinence briefs e Lung Augmentative exercise &

e Use of condom catheter equipment _(a53|st|ve coughing /

e Intermittent catheterization __ambubag / inexuflator)

e Care of Indwelling catheter Specialized skin care/treatments
(including change leg bag to night Transfers
bag and vice versa) e 1 person using mechanical lift

e Changing/cleaning leg bag e Use of floor-based lift

e SamHall Turner

The care needs of this population include both the Activities of Daily Living (ADLs?3) as well as the
Instrumental Activities of Daily Living (IADLs?¥). The personal care needs of these clients exceed the
legacy CCAC’s weekly service maximums for personal care, and their IADLSs are not provided for,
except by a patchwork of meals and homemaking services, often provided by more than one
organization.

But, together, ADLs and IADLSs represent the skills that people usually need to be able to
manage/maintain in order to live as independent adults. This is certainly consistent with the findings of
this survey.

23 Activities of daily living (ADLS) are basic self-care tasks, akin to the kinds of skills that people usually learn in early
childhood. They include feeding, toileting, selecting proper attire, grooming, maintaining continence, putting on clothes,
bathing, walking and transferring (such as moving from bed to wheelchair).
24 Instrumental activities of daily living (IADLs) are the complex skills needed to successfully live independently. These
skills are usually learned during the teenage years and include the following:

Handling transportation (driving or navigating public transit) Managing medication

Shopping Light housekeeping & basic home maintenance

Preparing meals

Using the telephone and other communication devices.
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The literature provides strong evidence with regard to an effective, efficient response to the growing
health care needs of Ontarians:
o demand for appropriate health care services is growing at an exponential rate.
o community support services are the cost-effective solution.
o people with physical disabilities have a thinner margin of good health to start with, and face
greater barriers in accessing health services than the general population.
o Attendant Services are the most cost-effective response to the community-based care needs of a
complex care population.

In stunning contrast, funding for Attendant Services has been sporadic at best, failing to respond to any
level of demand. The last influx of new funding for Attendant Outreach services within the Champlain
LHIN was provided in 2012. The last time new funding was provided for Supportive Housing pre-dates
the inception of LHINS, going back as far as 1995. LHINs and others have challenged this date, citing
investments in 2011 and later for ‘Assisted Living’ services. But Assisted Living is not Supportive
Housing, and this is clear in the Ministry’s policy directives.

Assisted Living Services in Supportive Housing Policy (ALSSH), 1994

‘Long-term care Supportive Housing provides personal support services and essential homemaking in
permanent, preferable not-for-profit, community residential settings, for frail and/or cognitively
impaired elderly persons, people with physical disabilities or acquired brain injuries and those living
with HIV/AIDS, when their service requirements justify the need for the availability of 24-hour, on-site
assistance.

Assisted Living Services for High Risk Seniors Policy, 2011 —

“This policy updates and replaces the provisions of the Assisted Living Services in Supportive Housing
Policy, 1994 (ALSSH) that relate to seniors who are frail or cognitively impaired and will apply only to
new applicants effective January 1, 2011. The ALSSH, 1994 will continue to apply to those frail or
cognitively impaired seniors who are receiving services under that policy on December 31, 2010 and
who do not meet the eligibility criteria for high risk seniors under this policy. This policy does not affect
the provisions of the ALSSH, 1994 policy relating to persons with physical disabilities, acquired brain

injuries...’

Delve into the details of the Assisted Living policy and we find the service limits of Assisted Living do
not support the 24/7 care needs of a Supportive Housing population. To more effectively target the care
needs of the disability population, Supportive Housing needs to be separated from Assisted Living for
purposes of funding by and reporting to the Champlain LHIN.

The profile of waitlisted applicants for Attendant Services in the Champlain LHIN indicates:
e 56% are living alone
e 68% are receiving limited, interim assistance. Most of those receiving assistance identify CCAC
PSW care to be insufficient. In the absence of any effective alternative, applicants fear their
limited CCAC support will end. Given the geriatric bias of the interRAI assessment tool used by
CCAC Care Coordinators, it is not surprising that 56% of applicants were receiving service, even
though 89% had been assessed for care.
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e over 40% of respondents required a visit to a hospital ED within the previous 3 months, most due
to conditions associated with health conditions that might have been mitigated by Attendant
Services:

= catheter care
= cellulitis
= fall from a wheelchair
= sudden episodic chronic disease exacerbation.
e 73% have been hospitalized since they completed application of Attendant Services.
o When hospitalized, most remained in the hospital for up to 2 months.
e 76% of respondents have not applied to Long-term Care because they want to remain at home.
e While they wait for their preferred Attendant Services, people are most concerned about their:
o health challenges associated with aging

chronic disease progression

assistance needed with ADLs

assistance needed with IADLs

inaccessible housing

fear of the future

O O O O O

Generally, these people are discouraged with the lack of response from the local health care system and
the Champlain LHIN.

The average length of time an applicant ‘sits’ on the Champlain Common Waitlist for Attendant
Services is 6.3 years before accessing any Attendant Services. In fact, currently the only way to receive
services within a Supportive Housing setting is when a client dies.

It is, therefore, no surprise that our survey results indicate these people have unmet complex care needs
and are therefore, living at risk. They are using higher priced health care services that are short-term,
intermittent answers to on-going challenges, because of lack of investment in the community support
services known as ‘Attendant Services’ - the least expensive services for clients with complex care
needs within the continuum of LHIN-funded health care.
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What can be done to address the unmet need?

1. immediate and significant investment in Attendant Services, with specific focus on investment in
Supportive Housing services (as opposed to ‘Assisted Living Services’) by the Champlain LHIN.

2. Investment in an integrated community-based ‘hub’ of community-based health services to:
1. Increase the number of complex patients and seniors with regular and timely access to primary
care;
2. Improve delivery and coordination of care for a defined, high acuity patient population;
3. Avoid unnecessary ED visits for conditions best managed elsewhere.

VHA’s proposed ‘Hub’ is a scalable model of service delivery, based on the PRIMEZ model of day
rehabilitation, provided within the Winnipeg Regional Health Authority (WRHA) and serving
people with physical and cognitive disabilities of all ages.

VHA’s model features one-stop access to:

>

VVVVYVYVYVYYYVY

Regular visits with a doctor or nurse practitioner with examination rooms equipped with
mechanical ceiling track lifts to accommodate effective consultation and assessment
After-hours support

Scheduled appointments with a Dentist

Exercise and therapy programs (O.T. and P.T.)

Health and wellness education, including mental health

Counselling and personal care (bathing, shower and hairdressing)

Regular consultation with a Pharmacist

Foot Care

Caregiver supports.

Clients have multiple health problems that need a moderate degree of monitoring or co-ordination of
professional services to help them to continue living in their own home. PRIME is designed to help
seniors and people with physical disabilities:

>

YV V V V

Y

Maintain independent community living while improving quality of life

Connect to a team of considerate health-care staff who provide holistic care

Improve health to strengthen independent lifestyle and well-being

Participate in active living through health and exercise programs

Interact with others in the warm and caring PRIME environment - one or more days each
week

Enjoy the opportunity to make friends and join in social activities with transportation and a
meal (lunch or dinner) provided.

Services are provided days and evenings, Monday — Saturday. Participants attend at least once a
week, but all are assessed and encouraged to participate up to five times a week for maximum

impact.

25 http://www.wrha.mb.ca/prog/rehab/prime.php
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3. Investment in Transitional services to assist people who have applied for Attendant Services
and others, while they are waitlisted for their preferred service. With funding support, VHA
proposes implementing this service across the Champlain LHIN. This service in currently place in
Toronto, Ontario to applicants for Attendant Services as well as seniors recently discharged from
hospital.

a. At Bellwood’s in Toronto, the MILE Program (‘Mobile Independent Living Education’
(MILE) Program?®) is a community-based education program for clients 16 years of age and
older with a permanent physical disability.

The objectives of MILE intervention are to:
i.  Provide Attendant Outreach and Supportive Housing applicants with MILE
intervention in an effort to reduce the waitlist for Attendant Services; and
ii.  ldentify waitlist applicants with priority needs and provide MILE intervention to
support them in the community while they wait for services.

The program focuses on home and community skills development to maximize safety and
independent living in the community through the provision of education and support for identified,
time-limited objectives. A team including a registered Social Worker (system navigator),
Occupational Therapists, registered nurse and Independent Living Educators (ILES) provide
intensive assistance to clients to achieve optimal safety and independence in their home through skill
development and community linkage.

Assessment and skill development is provided with focus on the following areas:

home safety e mobility & seating e health & wellness
accessibility o self-care skills e communication skills
community orientation e housing, funding & linkages to community resources
transition from hospital or Long Term Care Home (LTCH) to a community destination

MILE services are based on identified objectives and are time-limited. The MILE project was
recently piloted with $550,000.00 for six (6) months. Outcomes of a recent review of the MILE
program are provided in Appendix D.

26 http://bellwoodscentres.org/programs-services/transitional-independent-living-programs/
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b.

‘Community Connect’ program funded by the Toronto Central LHIN provides short-term
supportive housing to facilitate the transition of individuals designated as Alternate Level of
Care (ALC) or at risk of becoming ALC from hospitals or Long-term Care facilities, to an
independent living environment. These clients are supported for up to six (6) months to full
independence, temporarily residing in a (government funded) accessible apartment with:

i.  PSWs and Attendants providing pre-scheduled personal care supports within an

existing Supportive Housing program in an integrated apartment setting; and
ii.  The clinical and system navigation supports of the team from the MILE program.

In 2017, the Ontario Ministry of Health & Long-Term Care is spending $3.5 million a day to
support an average of 4800 ALC patients?’. Supportive housing — short- and long-term - can
assist in addressing ALC pressures.

4. All of the above will provide a robust, tiered, scalable, cost-effective response to the growing
population of people with higher health acuity, requiring complex care in order to live and age well
within their own homes, in the community.

27 Source: Dr. Bob Bell to the Attendant Services Provincial Liaison Committee, June, 2017 referring to alternate levels of

care.
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Conclusion

As of December 2016, the average length of time an applicant waited on the Champlain Common
Waitlist for Attendant Services is 6.3 years. That length of waiting time has been steadily growing. It
is, therefore, no surprise that our survey results indicate these people have unmet complex care needs
and are living at risk while they wait. They are using higher priced health care services that are short-
term, intermittent answers to on-going challenges, because of lack of investment in the community
support services known as ‘Attendant Services’.

A better solution would be to fund the right service provided at the right time in the right place — as
championed by health care and economic experts, and embodied within Ontario’s ‘Patients First” Act
and subsequent Action Plan.

Community-based Attendant Services are the answer. How those services are delivered should include
full range of supports:
e funded short-term supports (MILE Intervention) for those people with existing supports who
simply need short-term assistance to navigate the health and social service systems;

a

e funded short-term Transitional service, within an existing Supportive Housing program operating

in an integrated apartment building setting, to enable the independence of ALC patients;
e sustained funding increases for both Attendant Outreach and Supportive Housing services.

With effective resources, VHA Health & Home Support can be an even more effective service partner to

the Champlain LHIN in addressing the needs of some of the most vulnerable people, with high acuity
health care needs, living in our community.
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APPENDIX A: SouthEast LHIN Client Survey

South East Client Survey

* 1. Agency filling the survey out
Cheshire Homes
March of Dimes

Providence Care

¥ 2. Client Type
Client Receiving Service

Wait List Client

3. Client Name
4. Date

* 5. What is your current living situation?
Alone
Family

Other (please explain)

6. Are you currently receiving service/care from: (Check all that apply)
CCAC
Family/Friend Caregiver
Private pay
Attendant Care Agency

Other (please explain)

i iti ity- dant Services
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*7.1n lheTasi 3 months did you requir?a medical anﬁon'eﬁhe Eﬁrgency Deparﬁent?‘
Yes

No

If Yes, for what?

* 8. In the past 3 months have you required hospitalization?

Yes

No

If Yes, for what?

* 9. Have you been designated Alternate Level of Care in hospital?
Yes

No

* 10. Have you made application for a Long Term Care Home?

Yes

No

* 11. Have you considered making application for a Long Term Care Home?
Yes

No

12.Is there anything else you would like to tell us?
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APPENDIX B: VHA Survey Tool

Exploring the Needs of People Waiting
for Community-based Attendant

Services (Attendant Outreach &
Supportive Housing)

1. Introduction / Gaining
Consent

Hello -

My nameis ___ We are conducting a survey of people who have applied for Attendant Services to
determine how they are coping until they get this service.

In (month/year), you applied for (Attendant Outreach or Supportive Housing) service. Would you be willing
to answer my brief survey? It will take approximately 10 to 15 minutes.

@ What is your current living situation?
) Living alone
) Living with Family

) Other (please specify)

@ We would like to understand how you are coping until Attendant Services are
available to you. Are you currently receiving support from someone else?

() Yes

_ ) No

@ If 'yes', who are receiving support from?
() Champlain Community Care Access Centre (CCAC)
Family / Friends

Purchased PSW Services

sl
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7 7@ In the past73 months, did you reqﬂiré medical attention at a hoépital Eméirréiency

Department?
) Yes

No

@ If 'yes', why were you at the Emergency Department (for what reason)?
i i i - S o K

|

@ | see you applied for Attendant Services in (month/year). Since you applied for
Attendant Services, have you required hospitalization (that is, longer than a visit of
24 hours or less to the Emergency Department)?

© ) Yes

. ) No

@ If 'yes', how long was your hospital stay?

) Less than 1 week 2 months to 6 months
1 week to 3 weeks 6 months to 1 year
) 1 month to 2 months ) Longer than 1 year

When you were in the hospital, were you designated Alternate Level of Care (ALC)?
) Yes
. ) No

) Don't know

@ Have you made application to a Long-Term Care Home?
) Yes

) No

If not, why not?
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APPENDIX C: Profile of Surveyor & uOttawa Volunteer of the Month (April 2017), David Lavoie
(accessed at http://servingothers.uottawa.ca/volunteer-month-recipients-2016-2017 )

COMMUNITY SERVICE LEARNING GIVES A TASTE OF HEALTH CARE WORK

David Lavoie, who is finishing his first year of
medicine, is a student committed to the
Ottawa health care sector. This winter, he got
involved with VHA Health & Home Support as
part of his portfolio on core competencies
medicine course, which has a Community
Service Learning (CSL) component. David
learned about the group while looking for his
CSL placement. He soon began to get more
involved out of interest, as he realized VHA’s
impact and importance.

)

VHA Health & Home Support is a non-profit organization that offers Attendant Services in the Ottawa
region for the elderly and frail, or those living with a physical disability. For his placement, David
conducted a survey on people on the VHA waiting list, to see how they deal with lack of access to services
and how they fill this gap.

David says that with this placement, he has had a chance to grow as both a person and a future doctor.
Using his listening skills, which have improved, David has developed a better understanding of Ontario’s
health care system and identified the increasing needs of those targeted by VHA. As well, the placement
has made him particularly interested in community health. He sees himself “taking courses, doing an
internship or taking part in conferences on community health, to give myself the necessary background
to encourage good resource allocation decisions (in the health care sector).”

For David, community engagement can be experienced on either a small or a large scale, and the feeling
of accomplishment that comes from CSL is its biggest reward. What’s most important, he says, is to give
it a shot, because “it’s never too late to take those first steps. You can’t know if you like something unless
you try it once.”

For his wisdom and contributions to the Ottawa health care sector, David Lavoie is volunteer of the
month for April 2017.
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APPENDIX D: Outcomes of MILE Intervention?®

Objectives of the short-term MILE Intervention:
e To provide Attendant Outreach (AO) and Supportive Housing (SH) applicants with MILE
intervention in an effort to address a growing AO/SH waitlist.
e To identify AO and SH applicants with priority needs and provide MILE intervention to support
them in the community while they wait for services.

Target Population:
As of February 1, 2017, there were 503 current ASAC applicants requesting Attendant Outreach (AO)
and/or Supportive Housing (SH) who resided in Toronto Central LHIN.
o 35% (176/503) applicants applied to AO
e 80% (406/503) applicants applied to SH
e Of the 503 current applicants, 19% requested AO, 65% requested SH and 16% requested AO
and SH.

Client Story —

80 yr old male with spinal cord injury (spinal stenosis). Discharged from hospital in Fall 2015, bed-
bound since discharge because he is unable to transfer out of bed safely and no equipment available.
CCAC O.T. recommended a mechanical lift but no funding available so client was discharged. MILE
referral received. MILE OT worked with the client and family for 2 months to obtain a donated portable
lift for the client. MILE remains involved and O.T is addressing remaining obstacles to use of lift:

e Obtaining new batteries for the lift, reducing clutter in the bedroom to make room for lift
use, obtaining sling to use with lift, obtaining wheelchair and cushion to transfer onto, and
training family member on use of lift.

The MILE client would not have been identified in any other way unless/until there was a
hospitalization.

Staffing:

Bellwood’s Centres for Community Living Inc (‘Bellwood’s) MILE Community team including 1
Application Assistant and 5 service staff (1 program Manager (SW), 1 Nurse, 2 Facilitators
(Occupational Therapists (OT)), and an Independent Living Educator (trained Attendant, OT or PT
Assistant)).

Results as of April 5, 2017:
e Identified 153 of 503 (30%) applicants on SH/AQO waitlist who are ready for service.
e 62 (35%) of 176 applicants who requested AO self-identified being ready to receive AO
within 10 days.
o 122 (30%) of 406 applicants who requested SH self-identified being ready to move
within 2 months.

2 Provided by Bellwood’s Centres for Community Living Inc, June 2017
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e MILE Interventions provided to 44 identified applicants during project timeframe (target was 30
clients for 6 months of funding).
e 65% applicants received housing assistance
e 34% applicants received support with resource linkage
e 59% applicants received home safety/equipment intervention
e 27% applicants received ADL/IADL training.

189 of the 503 (37.5%) Toronto Central LHIN applicants for AO, SH and AO/SH had their needs
addressed and their waitlist files closed as a result of the MILE program.
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