Social Enterprises
Knowledgeable Economies
and Sustainable Communities

Individualized Funding

A Framework for Effective Implementation

Marsha Dozar, Don Gallant, Judy Hannah, Emily Hurd,
Jason Newberry, Ken Pike, and Brian Salisbury

A research report prepared for the Northern Ontario, Manitoba,
and Saskatchewan Regional Node of the Social Economy Suite

Funded by the Social Sciences and Humanities Research Council of Canada
Conseil de recherches en sciences humaines du Canada

Entreprises sociales
économies intelligentes
et communautés durables




INDIVIDUALIZED FUNDING

We acknowledge with gratitude the contributions made to this project
by Judy Hannah and the Saskatchewan Association for Community Living,
our community partner in this project.

Without their guidance and insight, this research would not have been possible.

Saskatchewan Association for
Cmnn‘lunily Living



This paper is part of a collection of research reports prepared for the project
Linking, Learning, Leveraging
Social Enterprises, Knowledgeable Economies, and Sustainable Communities,
the Northern Ontario, Manitoba, and Saskatchewan
Regional Node of the Social Economy Suite,
funded by the Social Sciences and Humanities Research Council of Canada.

The project is managed by four regional partners —
the Centre for the Study of Co-operatives and the Community-University
Institute for Social Research at the University of Saskatchewan,
the Winnipeg Inner-City Research Alliance, and later
the Institute of Urban Studies at the University of Winnipeg,
and the Community Economic and Social Development Unit
at Algoma University.

The project also includes more than fifty community-based organizations
in four provinces, the United States, Colombia, and Belgium.

This particular research paper was administered by
the Community-University Institute for Social Research (CUISR).
The opinions of the authors found herein do not necessarily reflect
those of CUISR, the Linking, Learning, Leveraging project,
or the Social Sciences and Humanities Research Council of Canada.

We acknowledge the following for their contributions to this publication:
Lou Hammond Ketilson, principal investigator, Linking, Learning, Leveraging project
Isobel M. Findlay, university co-director, Social Economy, CUISR
Len Usiskin, community co-director, Social Economy, CUISR
Isobel M. Findlay and Bill Holden, co-directors, CUISR

We would also like to acknowledge members of
the National Individualized Funding Discussion Group,
whose names and affiliations appear on pages 16 and 17 of this report.



INDIVIDUALIZED FUNDING
A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION

Marsha Dozar, Don Gallant, Judy Hannah, Emily Hurd,
Jason Newberry, Ken Pike, and Brian Salisbury

with the assistance of

The National Individualized Funding Discussion Group

E%d UNIVERSITY OF
=y SASKATCHEWAN




Copyright © 2012 Marsha Dozar, Don Gallant, Judy Hannah, Emily Hurd,
Jason Newberry, Ken Pike, and Brian Salisbury

All rights reserved. No part of this publication may be reproduced
in any form or by any means without the prior written permission
of the publisher. In the case of photocopying or other forms of re-
prographic reproduction, please consult Access Copyright, the
Canadian Copyright Licensing Agency, at 1-800-893-5777.

Cover design by Nora Russell

Printed in Canada
121314/321

Centre for the Study of Co-operatives Community-University Institute for Social Research
101 Diefenbaker Place R.J.D. Williams Building

University of Saskatchewan University of Saskatchewan

Saskatoon SK Canada S7N 5B8 432 - 221 Cumberland Avenue

Phone: (306) 966—-8509 Saskatoon SK S7N 1M3

Fax: (306) 966-8517 Phone: (306) 966-2136 / Fax: (306) 966-2122
E-mail: coop.studies@usask.ca E-mail: cuisr.liaison@usask.ca

Website: www.usaskstudies.coop Website: www/usask.ca/cuisr



Table of Contents

04 Executive Summary

05 Plain Language Summary
08 Introduction

10 Core Principles of Individualized Funding
11 Eligibility

11 Funding

12 Planning

12 Supports for Implementation
13 Quality and Evaluation

13 Accountability

14 Conclusion

17 Recommended Resources
17 Glossary of Terms

19 List of Publications

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION






04

Executive Summary

The United Nations Convention on the Rights of Persons with Disabilities notes, as its first
principle, “respect for inherent dignity, individual autonomy including the freedom to
make one’s own choices, and independence of persons”.1 Individualized Funding (IF)
represents a significant tool through which to advance the goals and values of the UN
Convention and the needs and aspirations of Canadians with disabilities, by providing
individuals with more choice and control over their supports and services.

Individualized Funding already exists in six Canadian provinces, as well as in the United
States and Australia. The National Individualized Funding Discussion Group has developed
this document to support the understanding and development of IF.

Individualized Funding recognizes that funding, services and supports should not
define the individual’s needs, but should respond to, and be built around them. Further,
it recognizes that these needs must be identified by the individual, and not by the
professionals around them. Choice and greater control by individuals over the supports
and services that are a part of their lives are key aspects of IF.

Key framework elements identified within this report include:

« Eligibility - criteria is fair and transparent and is based on disability related support
needs.

« Funding - is based on a person-directed plan developed by the individual; involves
direct payment to the individual (or their designated supporter); is subject to
transparent ceilings and guidelines.

« Planning - is directed by the individual; planning functions are separate from
eligibility, service delivery and funding functions.

«  Supports for Implementation - a support structure is necessary; it may be informal
(Support Circle) or formal (Microboard); supports are distinct from funding, eligibility
and assessment processes.

« Quality and evaluation - quality standards, safeguards and ongoing evaluation are in
place.

« Accountability — individuals are accountable; procedures are simple and flexible.

Individualized Funding has been shown to achieve higher levels of satisfaction and
enhanced inclusion for people with disabilities.

1. United Nations, “Convention on the Rights of Persons with Disabilities” http://www.un.org/disabilities/convention/conventionfull.shtml
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Plain Language Summary

This paper was written to help families, government and people with disabilities
understand what Individualized Funding is, and what we need to do to make it work.

In March, 2010, Canada signed a paper called the Convention on the Rights of Persons with
Disabilities. Signing the paper means that government agrees with what was said in the
paper about people with disabilities. The paper says that people with disabilities:

«  Are worthy of respect (when someone is ‘worthy’ that means they deserve the same
respect as any other person).

«  Should have the freedom to make choices.

« Have theright to independence.

Sometimes people with disabilities need other people to help them so that they can
live the way they choose to live. It is important that the government gives people
with disabilities enough money to live as others do in their community. We think the
government is responsible for:

« Letting Canadians know that people with disabilities are worthy of respect, have the
freedom to make choices and should have the right to independence.

« Guiding Canadians to support people with disabilities through Individualized Funding.

« Teaching and training the groups that get money to help people with disabilities
about Individualized Funding.

«  Make rules that make Individualized Funding possible.

Individualized Funding is a good way for the government to give people with disabilities
money. Right now the government gives money to groups that work with people

with disabilities, and the groups decide what kind of help they will give to people with
disabilities. When we use Individualized Funding, people decide what kind of help they
want and need, and then use the money they are given to hire people or groups to help
them. Individualized Funding is already being used in British Columbia, Alberta, Manitoba,
Ontario, New Brunswick and Prince Edward Island.

Individualized Funding works when the person with a disability:

« Decides for themselves what they need to live their best life.

«  Works with people they choose to help them.

«  Writes down a plan about how the money will be used (with help if they need it).

«  Gives the plan to the government who then gives the money to the person with the
disability.

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION 05
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Individualized Funding works best when:

«  People with disabilities know how to apply for the money.

«  People with disabilities can get the money no matter where they live.

«  The money is used to help the person with disabilities.

« Therules are fair.

«  Therules make sense.

« Therules can be changed if they need to be changed.

«  The amount of money a person gets depends on their plan.

« A person can ask for the amount of money to be changed if something changes in
their life.

«  The cost of support is included in the plan.

«  People do not have to apply again if they move.

« Thereis agood plan that is written down.

« The planincludes the names of the people who are helping and what they are doing
to help.

- People with disabilities can hire people they know, or a professional to help them.

«  The groups that provide the money do not decide how to spend it—that decision is
made by the person and the people they choose to help them.

«  Family, friends and groups that the person works with are seen as very important.

- The person who is getting Individualized Funding decides if the plan is working for
them.

«  There are ways to find out if there are problems with the plan and a way to fix problems.

«  People who receive Individualized Funding keep track and can prove where the
money is spent—with help if help is needed.

People using Individualized Funding may need help to make it work the best way for
them. Sometimes people with disabilities need help to:

+  Find the right staff people.

+  Help with the money and the reports to government.

«  Putagroup together to help them make a plan.

«  Find someone to help with all the parts of Individualized Funding (coordinate).

People who are using Individualized Funding tell us:

« Individualized Funding does not cost any more money than what the government
spends now—sometimes it costs less.

«  People with disabilities and their families are better able to control what goes on in
their lives—they are able to choose the help they want.

« They are more in charge of their homes and community lives.

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION



Individualized Funding helps people with disabilities and their families to take charge of
their own lives. In order for Individualized Funding to work, the groups that help people
with disabilities need to change too. Individualized Funding needs to happen in a way
that will make sure Individualized Funding is available even as people’s needs change.

It is important that people who get Individualized Funding keep track of the money
that is being spent. It is important that the amount of money people get can be used
for help they want, even if they are spending it on things that were not funded before.
Individualized Funding is an important way for people with disabilities to have choice.
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1.0 Introduction

In December 2006, the United Nations (UN) General Assembly adopted the Convention
on the Rights of Persons with Disabilities. Canada ratified this Convention in March

2010, after securing the agreement of all provinces and territories. By adopting this
important Convention, Canada acknowledges the importance of “respect for inherent
dignity, individual autonomy including the freedom to make one’s own choices, and
independence of persons.”

These rights must be honoured if people with disabilities are to be fully included and
valued as citizens in the relationships and opportunities that are central to community life.
However, many people with disabilities and their families who support them often require
a variety of personal supports or other services to help ensure their full citizenship and
inclusion. These supports and services must be funded and provided at a level and in a
manner that upholds individual rights.

Individualized Funding (IF) represents a significant tool through which to advance the
goals and values of the UN Convention, and the needs and aspirations of Canadians with
disabilities.

IF is a mechanism that people with disabilities (and their families) can use to exert
increased control over the variety of supports and services they require to live inclusive
lives in their communities. IF is not a new concept; it has been in place in Canada (albeit
in a limited manner) and in other parts of the world for more than 30 years. IFis a
mechanism that is highly valued by people with disabilities and families, and is associated
with higher levels of autonomy, independence and social participation.

Despite its demonstrated value, IF has not been fully embraced within mainstream
disability policy frameworks in Canada. It remains a model that is not well understood
by policy makers, service providers, and people with disabilities and families. To further
complicate the issue, current funding mechanisms that are referred to as IF are often not
comprehensive and fail to meet known standards for successful implementation.
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This document has been created by the National Individualized Funding Discussion Group, a
group of family members, professionals and academics who have come together to foster

the further understanding, development and implementation of Individualized Funding in
Canada for persons with disabilities and their families. This Framework is meant to outline

the key elements required for the successful development and implementation of IF.

The Discussion Group hopes this document will be a useful resource for:

« All levels of government wishing to pursue policy development and implementation
of individualized funding;

«  Service providers and community organizations interested in IF policies and practices,
and;

« Individuals and families interested in individualized funding as an option.

Individualized Funding’s use starts with the reality of day-to-day lives; it recognizes that
funding, services, and supports should not define the individual’s needs, but should
respond to, and be built around them. Further, IF recognizes that these needs must be
identified by the individual, not by the professionals around them. No single element of
this framework is sufficient to bring about change. Only when full consideration is given to
all the necessary design and delivery elements will IF fully enable individual/family control,
and lead to significant improvement to people’s lives.

There are several definitions of Individualized Funding. Most generally, it describes a
payment mechanism in which an individual identifies their needs and presents an outline
of the needs, including how the needs can be met in the community (a plan) to a funding
body (typically government). This is the only funding model that ensures that all requested
funding goes directly to the end user. It is a demand-side funding mechanism, which
enables individuals to have significant control over the public funds that are allocated

for their disability-related support needs. Policy frameworks that enable Individualized
Funding are currently in place in many locations around the world. British Columbia,
Alberta, Manitoba, Ontario, New Brunswick and Prince Edward Island have established IF
policies and practices.

The diagrams below outline the differences between traditional block funding for services
and Individualized Funding. With block funded services, government (as the funder) has a
direct contractual relationship with service providers, which deliver services to people on
the basis of a defined program. Individualized Funding changes the relationship with the
person receiving the services. Through IF, government has a direct contractual relationship
with individuals who choose the services (and service providers) they want and need.

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION 09
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2.0 Core Principles of Individualized Funding

«  Self-determination is necessary for full participation and inclusion in society. All
individuals have capacity for self-determination.

« Quality of life is enhanced when people with a disability are in control of needed
supports and services.

«  Supports are person-directed, comprehensive, flexible, responsive and reflective of
what a person envisions for their life.

«  Therole of family, friends, and support networks in providing support to the individual
is recognized and given legitimate status.

The following framework elements have been demonstrated to be essential to successful
implementation based on evidence and learning from a number of jurisdictions (both
nationally and internationally) in which individualized funding was used as a key
mechanism to achieve increased personal control, enhanced individual outcomes, and
as a catalyst for larger systems change. These elements are foundational to effective
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implementation. Therefore it is imperative that the core principals of IF remain the same
across provinces and territories. It is, however, acknowledged that jurisdictions will differ in
practice and delivery.

2.1 Eligibility

Disability is the consequence of people’s attitudes and the way society is organized (the
‘social’model), not the inevitable result of the individual’s impairment (the ‘medical’
model). Unfortunately, rules that currently govern access to personal supports are based
on the medical model, which creates problems for Canadians with disabilities. Eligibility
criteria often keep people out of the system rather than ensure that they receive the goods
and services they need. Accordingly, eligibility for individualized funding must strive to be
based on these criteria:

«  Fairness and transparency;

«  The disability-related support needs individuals have that impede their ability to
pursue their citizenship goals;

« Universally available to all eligible individuals;

«  People with disabilities play a central role in articulating their needs, and;

« Eligibility should not be contingent on any real or perceived notion that a person is
unable to administer the funding.

2.2 Funding

«  Funding is designed to meet the individual’s specific disability-related support needs,
as well as personal goals for a good life in the community.

«  Funding is determined based on a person-directed plan, in which the needs, goals and
circumstances are identified by the individual themselves, not by professionals.

«  Funding is provided as a direct payment to the individual with a disability. If the
individual and/or their network so chooses, the payment may go to another person
or organization who would administer the funding on behalf of the individual with a
disability.

« Funding is based on an individualized budget.

+ Individuals can choose any reasonable options within general policy and funding
parameters.

«  Funding may be subject to‘ceilings’ as determined by each jurisdiction.

«  Established ceilings reflect reasonable costs required to meet identified needs and
goals in a number of life areas.

«  Ability exists to negotiate beyond established maximumes, if required funding level falls
outside the established ceiling.

«  Funding ceilings and guidelines are transparent.

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION 1 1



- Individuals have the ability to reallocate funds within the approved budget and
accumulate funds (to an identified limit).

«  Funding for necessary administration and/or management purposes are contained in
each personal budget.

+  Funding is portable within and across jurisdictions.

« Individuals have the ability to renegotiate funding as their circumstances change.

2.3 Planning

Planning provides the foundation for each person to identify their strengths, interests

and goals, including the supports required to achieve the life they envision. A good plan
reflects the individual’s needs and goals, and has flexibility to allow for changing needs
and circumstances. When the individual is in charge of the planning process, they are able
to define what a‘good life’ means, and how it should be achieved. Planning also helps

to identify the key roles that individuals, families and personal networks, communities,
governments and service providers can play in developing or providing opportunities for a
good life in the community.

To be effective, personal planning must:

«  Bedirected by the person;

«  Beseparate from the eligibility, service delivery and funding functions;

« Atthe discretion of the individual, be facilitated by an external neutral party who is
knowledgeable about the options and supports available to the individual they are
supporting, and who is able to guide the process. This external party might be asked
to help in the development of plans and budgets, to provide information, or to assist
people to find, purchase or create supports required to help build relationships, and;

« Beavailable to the individual as needed over time.

To carry out successful planning, the individual must have access to the needed supports
to direct their plan, such as brokerage or facilitation services.

2.4 Supports for Implementation

+ Individualized Funding requires a support structure to ensure its effective
implementation.

«  Supports may include: assisting the individual to recruit, screen and hire their staff;
assistance with financial management and reporting procedures; and assistance with
financial accountability requirements.

«  Supports available for the administration of funding are separate from the funder and
service system.

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION



«  Support as provided by family, friends and support networks is recognized as essential
to helping guide the individual through the process.

«  Support networks can come in different forms and may be informal (e.g., Support
Circles) or formal (e.g., Microboards).

- Facilitation support (if required) is available to help guide and plan with the individual
and ensure the individual’s decisions are followed through on.

«  Personal supports are distinct from the roles of the funding agency and the people
involved in the assessment and eligibility process.

«  Choice as to administrative, financial and management supports and procedures are
vested with the individual (or their support network).

«  Some individuals will choose to hire their own support staff; they may also choose to
handle the administration of their plan on their own.

«  Other individuals may choose to receive this support through brokerage or
coordination services.

In an IF approach, government has a responsibility to:

+  Promote self-determination, community capacity and inclusion through policies which
support these principles;

«  Provide education and training to support the concept and implementation of IF at
the bureaucratic, service provider and agency levels, and;

«  Create strong policies and legislation that support and recognize principles of IF and
that allow for evaluation, learning, flexibility, adaptability and change.

Planning must be ongoing, at the family, community and government levels in order to
manage the challenges which can arise.

2.5 Quality and Evaluation

«  Success is self-measured (i.e. is the individual living the life that they desire?).

+ Ongoing evaluation (at a systems level) is in place in order to guide implementation.

« Clear quality standards of services are in place.

- Safeguards exist to protect the individual and their rights.

« Anappeal mechanism is in place to address individual disagreement with funding or
support arrangements.

« Issues that arise (at a policy and/or delivery level) are monitored, attended to and
reviewed on a continual basis.

2.6 Accountability

« Individuals receiving IF funding are accountable (with support if required) for the

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION 1 3
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funding they receive and the manner in which funds are spent.

«  Effective accountability procedures are simple and flexible.

« Lines of accountability are clear, consistent and well established.

«  User friendly policies and supports are in place to manage reporting complexities and
audit controls.

+  User-friendly financial accounting and accountability procedures are in place.

«  Support (to the individual and/or their support network) for adhering to accounting
expectations are available.

3.0 Conclusion

The adoption of an Individualized Funding (IF) approach has been demonstrated to
achieve significant benefits, including:

«  Significantly higher levels of satisfaction on the part of people who use services and
supports;

«  Greater participation and control by individuals with a disability and their families as to
the type and extent of supports and services;

« Enhanced inclusion of people within their homes and communities, and;

«  Cost neutrality (in many cases there are documented cost savings).

IF enables individuals and families to take a more proactive role in their lives and
represents a way for people to have a greater say over the decisions that affect their daily
lives. To be effective, IF must operate within the context of a broader system of change and
systemic support. IF must be implemented in a manner which ensures sustainability on all
levels. Finally, a balance between accountability, flexibility and choice must exist for the
individual, so that they can live the best life possible.

For more information, please contact:

Marsha Dozar, Executive Director

Living in Friendship Everyday (LIFE), Manitoba
Email: marsha@icof-life.ca

Telephone: (204) 784-4814

Ken Pike, Director of Social Policy

New Brunswick Association for Community Living
Email: pikes@rogers.com

Telephone: (506) 848-5434

INDIVIDUALIZED FUNDING: A FRAMEWORK FOR EFFECTIVE IMPLEMENTATION



Tim Stainton, MSW, PhD

Professor and Director

School of Social Work

Director of the Centre for Inclusion and Citizenship
University of British Columbia

Email: Timothy.Stainton@ubc.ca

Telephone: (604) 822-0782

Document authored by:

Marsha Dozar: Executive Director, Living in Friendship Everyday (LIFE), Manitoba.

Don Gallant: National Coordinator, Community Inclusion Initiative; Don Gallant and
Associates, NL.

Judy Hannah: Project Coordinator, Saskatchewan Association for Community Living.

Emily Hurd: Intern, Community-University Institute for Social Research, University of
Saskatchewan.

Jason Newberry: Taylor Newberry Consulting.
Ken Pike: Director of Social Policy, New Brunswick Association for Community Living

Brian Salisbury: Director, Strategic Planning, Community Living British Columbia.
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John Lord: Founder, Centre for Community Based Research and Partner, Facilitation
Leadership Group.

Recommended Resources:

The Centre for Inclusion and Citizenship at the University of British Columbia has created a
comprehensive Literature Review on Individualized Funding. You can find the review at:

http://cic.arts.ubc.ca/research-knowledge-exchange/individualized-funding-literature-
reviews.html

Glossary of Terms:

Brokerage: is a system function and process in which advice, information and technical
assistance is made available to individuals who request support to identify and access
needed community services and supports and negotiate for and use individualized
funding.

Circles/Networks of Support: A group of people who meet together on a regular basis to
help an individual accomplish their personal goals in life. The circle acts as a community
around that person (the ‘focus person’) who, for one reason or another, is unable to achieve
what they want in life on their own and chooses to ask others for help. The focus person is
in charge, both in deciding who to invite to be in the circle, and also in the direction that
the circle’s energy is employed, although a facilitator is normally chosen from within the
circle to take care of the work required to keep it running.
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Independent Planning Support/Facilitation: Facilitates a person-directed planning
process in an independent capacity, without conflicts, with people who have a disability
along with their family, friends and others - their support network. This leads to
participation and contribution in a full and rich community life.

Microboards: Formed by a small group of committed family and friends joined together
with a person with challenges to create a non-profit society. Together this small group
of people address the person’s planning and support needs in an empowering and
customized fashion.

Person-Directed Planning: A person-directed plan tells us about the focus person, future
dreams, supports needed to be successful and action steps to move towards those dreams.
The focus person directs and owns the plan. Person-directed planning upholds the
following principles: person-directed, ongoing, individual rights, diversity, relationships,
inclusion.

Supported Decision Making: Some individuals with disabilities may rely on the advice
and assistance of others when making decisions. They may call upon their support
network - that is, their parents, other family members or friends - to help them understand
their choices. The members of the support network can provide information, ideas and
advice that help vulnerable persons to make their own decisions. This is what supported
decision making means: vulnerable persons making their own decisions, with support and
advice from family and friends, if desired.
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