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—direct care worker attending the kick-off meeting

A grant-funded project to start the
Maine Personal Assistance Services Association

The Illustrated History of Maine PASA B iii



Acknowledgments

The development of Maine PASA has been supported by many people and organizations. Special thanks to
the wisdom and willingness of our founding members: Olga Gross, Kim Hale, Julie Moulton, Diane Nadeau,
Trish Porter, Roberta Record, and Susan Tucker. Also thanks to the support of visionaries and advocates like
Christine Gianopoulos, Jennifer Gillespie, Lisa Pohlmann, Susan Rovillard, and the staff and members of the
Muskie School of Public Service’s Institute for Health Policy, the Maine Department of Human Services, the
Access Technical Advisory Group for the Real Choices Systems Change Grant, and the Maine Center for
Economic Policy for its support of the Direct Care Worker Coalition. We would also like to acknowledge

the hard work and dedication of all past and present members of the Maine PASA Board of Directors:

Gail Benvenuta; Sherrie Bergman; Ginny Carroll; Rachel Dyer; Jennifer Gillespie; Sue Levandoski, RN;
Julie Moulton, DSP; Helen Palmer, CNA; Michael Payne; Kathe Pilibosian; Trish Porter, DSP;

Roberta Record, PCA; Pam Studwell, Esq.; and Susan Tucker, PCA, CNA.

Maine PASA Executive Director: Roy Gedat

Project Staff:  Elise Scala, Project Coordinator
Lisa Marie Lindenschmidt, Project Assistant,Website Design, Newsletter and Report Editor
Sherry Gildard, Administrative Assistant

Group Facilitator: Gail Benvenuta

Oral History Project Specialist: Jocelyn Barrett

Graphic Design: Christine Richards, Richards Design & Production, Portland, Maine

For additional copies of this report or to receive it in other formats, please contact Elise Scala, Muskie School
of Public Service, P.O. Box 9300, Portland, ME 04104-9300, Voice: (207) 228-8423, TTY: (207) 780-5646,
Email: scala@usm.maine.edu. The Our Stories Project is also available on the Maine PASA website:
www.mainepasa.org.

If you would like more information about the Maine Personal Assistance Services Association (Maine

PASA), please contact Roy Gedat, Executive Director, Maine PASA, P.O. Box 710, Norway, ME 04268,
Voice: (800) 268-6612, Email: rggedat@exploremaine.com.

iv M The lllustrated History of Maine PASA



The Illustrated History of Maine PASA:

Emm‘m@ an Assoclation fm/ Devedt Cave and DivedE S upport Workers in Maine

& Contents:

INErOdUCTON 1ovvieiiieiiieiieiteie et 2
Background .......ccoooiieiiiiiiiiicee e 3
Maine PASA Activity Timeline.......cccoevvevieeievieniieiennnenne. 4
Testing the Soil: The Start-Up Work.....cceoveveviniiiininnene. 8
Sowing the Soil and Planting the Seed.........c..ccvvveviiennnnn. 11
Sprouting: Developing and Structure...........cccoeveevieirnnen. 21
Productivity: The Fruit and Blossoms ........c.cccoevvevvierirennens 28
Future Growth .....ooveviieiieiiieiieiecieieeeee e 29

APPENAICES -venvevieiiiiiiieiieieeeitet ettt ettt 31



2 W The lllustrated History of Maine PASA

Introduction

The history of Maine PASA, how it started and grew, is illustrated in this report as a timeline

of activities, challenges and outcomes. Rather than describe the development of Maine PASA

as a sequence of events that started in 2001 with a grant award and transitioned to a non-profit
organization in 2005, it is far more accurate, and informative, to illustrate the developments with
examples and pictures of its productivity. From the day the funds were granted this project was a
venture that grew to become a statewide association. We looked for a metaphor to describe the
process, experience and multiple factors that influenced the development of Maine PASA. Some
called our work grass-roots organizing, others called it cultivating capacity. The grant staff described
themselves as boat builders, and the end of the grant was to be the day the ship set sail. Many said
it was about time that workers were recognized. Some voiced suspicion that it was union organizing.
A few said it was unnecessary. Many who became members told us stories of caregiving, nurturing
and consumer dignity. Terms like building, developing, recognition, capacity building, empowering
and growing opportunities were listed on flip charts for crafting the Maine PASA mission statement.
One of the founding members, Trish Porter, introduced herself as a Life Skills Coach at the first
grant-funded event to launch the concept of an ‘association’ for direct care and direct support
workers in Maine. Trish was one of a handful of people who quickly identified with the potential

of an association. In recognition of Trish and the other founding members, Olga Gross, Kim Hale,
Julie Moulton, Diane Nadeau, Roberta Record, and Susan Tucker, the metaphor selected to describe
Maine PASA is the sprouting seed held in a pair of caring hands. A print of this picture was given
to Elise Scala, the grant project coordinator at Maine PASA’s first official conference in 2003. The
illustrated history of Maine PASA describes the stages of development from a seed to a productive,
blooming and rooted organization. Within the timeline of growth the story is also a report to our
funders of grant activities and outcomes, lessons learned, expected and unexpected challenges, and
the ambitions for long-term outcomes and sustainability.

Over the four year grant period 2001-2005 (three grant years plus a one year no-cost extension)

the project went from an idea to address the workforce shortages by building a worker-centered
organization to a nationally recognized incorporated non-profit 501(c)(3) worker association

with statewide membership of over 600. This germination and growth is illustrated in this report,
describing the activities, events, challenges, decisions and people that are the history of Maine
PASA. This is one of two reports about Maine PASA produced following the completion of Maine’s
Real Choices Systems Change grant, awarded by the federal Centers for Medicare & Medicaid
Services. The second report, Our Stories Project, is an oral history of the workers and their work.
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Background

The 2001 federal Centers for Medicare & Medicaid Services (CMS) Real Choices Systems Change
Grant established a focus on the direct care and direct support workforce and marked an important
starting point in Maine. The goals of the grant were based on the comprehensive review conducted
by Maine’s Work Group for Community-Based Living to develop the State’s Olmstead plan. Key
findings from focus groups identified weak links in the system of services and support either because
they were inconsistently available, or inaccessible to people with disabilities.! The role of personal
assistance workers was identified as a critical support service in every aspect of independent living,
and the challenges in recruiting and retaining people in this work were a major concern.?

This finding was reported in the Work Group’s report:

Problem Area #3: Improving access and availability of key supports identified
the need to “expand the availability of frontline workers” since the workforce
shortage threatens home and community living options.

The Real Choices grant was a timely opportunity to demonstrate the interventions needed to
address these findings. (See Appendix 1.) The three-year grant proposed the following goal and
plan for Project Activity c-3:

a. Project Goals: To support the development of a Personal Assistance Worker Guild to increase
the availability of qualified personal with a deliverable for a sustainable, independent Guild
that will provide benefits, support, continuing education and advocacy for its members.

b. Implementation plan: To utilize grant funds to stimulate the formation of a worker-directed
organization through an RFP process to a community organization. The grant staff will conduct
literature reviews to develop the guild model and implement its development through a
contractor.

The activities and outcomes accomplished over the four-year grant period were completed through
partnerships. Support for Maine PASA grew from a common concern about the availability and
quality of the workforce, and the quality of the jobs to deliver services to Maine’s elders and citizens
with disabilities. The grant cultivated and supported Maine PASA to become self-governing and
operational as a non-profit organization. In 2005, in closing the grant, Maine PASA represents
itself and its members in numerous activities to extend the goals of the grant into the future.

The Illustrated History of Maine PASA B 3
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November 2002
Maine PASA formed by grant staff
and core group of workers. Newsletter
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April 2003
Maine PASA begins facilitating a
monthly telephone conference of other

) state-based associations. New England
Coalition of Worker Associations and

FWW 4-A W 2, 2003 Advocates begins to meet.

Maine PASX/ members work with

May 2003

Founding members present
Maine PASA at Health Care
Job Fair, South Portland, ME.

September 2003
Maine PASA
representative invited

to join Maine Joint
Advisory Council
(MEJAC), Augusta, ME.

the Direct Care Worker Coalition to
present legislation to address low wages
and benefits.

63 March 2003
: * Maine PASA mission

87  statement drafted and logo
developed.

What could an Association
do for workers in Maine?
What the workers said.

An association will . . .

¢ Empower us to preserve
human dignity.

e Help us address issues like

¢ Give affirmation.

e Help us make changes.

e Provide camaraderie.

e Other people would view us
as professionals.

e Other people would see the
people we serve as valuable,
including older people,
people with disabilities,
both children and adults.

e Qur voices could be
solidified (and unified) and
people would listen.

e What would we tell people?
Pay us what we’re worth.
Treat us better in other ways
also — give us more positive
feedback.

(Continued “why” Side 2)
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Maine awarded CMS Direct Services www.MainePASA. org launched. Our Stories project launched.
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resources and the organization. .
2r* Annual Maine PASA Maine PASA members present
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Maine PASA introduces Maine PASA to Capacity and Valuing Our Work,” Project Directors Conference.
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16™ Annual Direct Support Professionals
Conferences: “Communications and
Community Connections,” Bangor, ME.

Lewiston, ME.
' Mawch 27, 2004

Brewer Chapter

.] MW g/ 2004 introductory meeting held.
Maine PASA forms a

Board of Directors.

October 26-28, 2003

Maine PASA presents at
National State Units on
Aging, National Home and
Community-Based Waiver
Conference, Milwaukee, W1I.

Portrait of Julie Moulton

Julie Moulton works as a direct support professional for a resident
care agency in Winthrop, Maine. In her role as a direct support

professional, Julie provides personal support to adults with mental
retardation and development disabilities. We asked Julie to
describe some of the challenges associated with her job.
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Maine PASA 4

May 4, 2004 September 2004 Novemdber 2004
Maine PASA Board of Directors Maine PASA representative asked to serve Maine PASA incorporated and
holds its first retreat. on the Legislative Task Force CD-PAS registered with the state.

Work Group, Augusta, ME.

2004 ecember
.{/11’:22 PASA applies for i S %W 17 '20) 2004 Igaine PASA coiggt?

. . TN
business status with the state. 87 Maine PASA members present -
. , , , competitive search for an
at Direct Care Alliance National . )
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w August 2004 December 2004

Maine PASA w IEP/LLEW 2 7) 2004 Maine PASA surveys
Connections 34°A nnual Maine PASA its members to get
Advisory Board Conference: “Excellence in input on newsletter,
convened to get input Long-Term Care,” Augusta, ME, website, and chapter
from consumers and Co-sponsored with Maine development.
workers.

Long-Term Care Ombudsman
Program, Maine Healthcare
Association, First Atlantic
Healthcare and Maine Home
Care Alliance.

Job Fair Preview Session
Members of Maine PASA were well represented at the Health Care Job Fair in
South Portland on May 19th. The brochures and sign up sheets, boosted by the
enthusiasm of member outreach successfully informed many Fair attendees and
recruited over thirty new members!

L
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December 2004 h January 2005 September 2005

Maine PASA Connections Maine Alzheimer’s Project awards Maine PASA has an active
www.MainePASA org /Con’nec tions contract to Maine PASA to fund member statewide membership of
goes iive ) ’ attendance to Best Friends ™ Approach to 620+.
) Alzheimer’s Care training programs.
Jansary 2005 qestance g,

%
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Maine PASA granted JW 2005 .

501(e)(3) status. Maine PASA becomes a member of .
the Home Care Alliance of Maine :l"

and of the Developmental = ]

_] 2005 Disabilities Council. malne

Maine PASA hires Roy Pﬁs H

Gedat to be the part-time
Executive Director.

one®

Judy 2005

Maine PASA Board of

Directors members For an annotated listing of

complete first-term. Maine PASA activities (2001-2005),
Nominations for new see Appendix 14.

members announced.

Announcing the
Maine PASA website!!

SPECIAL REPORT
Without Care: Maine’s Direct Care Worker Shortage

Maine Center for Economic Policy, Author Lisa Pohlmann

aine Direct Care Worker Coalition: Coordinates State Efforts to Address Worker Shortages

Currently under construction!
Coming to a computer near you!

www.MainePASA.org

M

A subcommittee of the pay/benefits and this increasing problem of low wages, limited

Coalition has initiated a bill to worker shortage. benefits and long hours. A bill
the Maine Legislature to Theyaresayingwhatweas will be introduced to ask the
increase wages for Direct direct care workers have known legislature to increase wages and
Healthcare Workers in Maine. for years. Now it’s at a critical benefits. Hopefully the
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Testing the Soil: The Start-Up Work

Questions and Decisions:
B What's the climate in Maine?
B What is a guild? What is an association?
B Is there a worker-directed organization in Maine for these workers?
B What models exist in other states?

B What’s the climate in Maine?

While other states, like Iowa and Arizona, had active organizations for direct care workers, the
concept was relatively new in Maine. The lowa Caregivers Association served as a model for grant
staff and the Executive Director Di Findley was very familiar with our purpose, and challenges.
Literature on the ‘care gap’, the difference between the rising demand for direct care workers and
the shrinking number of women ages 24-54 to fill the jobs, was beginning to appear in national
publications.’ Robyn Stone and other researchers in long term care were writing about the
challenges in recruiting and retaining workers in direct healthcare and the impact on the quality
of care. While many regional and national experts were focusing on the shortage of RNs and other
health care professionals the focus on the ‘paraprofessional’, direct care level staff was relatively
new.* The growing amount of literature and the news that some states, like Massachusetts were
declaring their workforce shortage to be a crisis warranting expansive legislation provided terrific
resources for explaining our work in Maine . . . to a point.

There were some unique aspects to our project that were important determinants for the start up
activities. It was evident within the first few months of the grant that both the terms in our project
goals and the direct care workforce in Maine would influence how the project would proceed. First,
our proposal referred to the group to be developed as a ‘Personal Assistance Worker Guild’. This
raised interesting questions about the title of the workers to be targeted, and what a ‘guild’ would
look like. The contacts made by the grant staff over the first year provided a wealth of information
for understanding the terms for workers and worker organizations. It was very helpful that two
other states awarded Real Choices grants, North Carolina and Vermont, also had initiatives to
start paraprofessional worker organizations, and that the Maine grant had established a Technical
Advisory Groups to serve as advisors and resources to our projects. (See Appendix 2.)

Having the background information from other model programs and some key support people in
the state was extremely helpful but did not readily identify how a workers’ guild would develop in
Maine. While the project was gaining an audience it was not immediately apparent that people



supported the concept, and limited data was available about the workforce in Maine.” Contacts
with providers and consumers and the employers of direct care workers were very informative. It
was very striking that many providers identified our goals with the work of union organizers. This
presented challenges that continue to have an impact on Maine PASA. While few health care

and long term care facilities in Maine have collective bargaining for nursing staff it was very clear
that organizations were/are seriously opposed to organized labor. They could however voice their
appreciation of the fact that wage rates for direct care and personal assistance staff at the aide and
homemaker levels were low and that benefits like health insurance were either not available or
unaffordable. A common theme heard by grant staff was that Medicaid reimbursement rates, a
primary funding source for many providers, did not adequately cover operations costs and therefore
provided no margin for wage increases or benefits for direct care staff. Examination of the staffing
across the Medicaid providers revealed a diverse array of workers at the entry, direct care and
assistance level employed in a number of sectors; hospitals, nursing homes, home health care, adult
day services, and home-based consumer directed programs. The evidence was mounting that there
were a lot of job titles for this group of workers, they employed thousands of people in all long term
care sectors, the general public knew very little about what they do, and the concept of a worker
association was unfamiliar to many. And when you said ‘guild’ everyone assumed ‘union’.

Informing providers/employers, consumers, consumers’ family members and direct care and support
staff about the grant goals and getting feedback was a good learning opportunity that carried
challenges. Explanations started with a lot of background information; the worker shortage, which
workers were we talking about, why are they important, where did the grant come from and what
opportunities did it offer Maine, and what was a ‘guild’ if it wasn’t a union. Talking to colleagues
in other states as we were getting this feedback was extremely helpful. An inventory of similar
organizations in the country proved very useful in this early stage of the project and informed. (See
Appendix 3.) This table was also a helpful reference for Maine PASA organizational development
over the next three years.

B What is a guild? What is an association?

Key decisions were made in the first year that were informed through this process of getting to
know the environment, in Maine and nationally. We quickly learned that using the term ‘guild’
was problematic. While a review of guilds and their origins provided a wonderful concept of
workmanship, craft and quality that could have been used as a basis for the organization, we also
learned that it was not really suited to our target workforce. This conclusion was made following
discussions with MIT’s Center for Coordination Science® and Dr. Susan Eaton, noted Harvard
Kennedy School researcher on the direct care workforce. There was a link that unions were the
American version of the European guild, but even more convincing was the fact that current day
guilds were helping independently employed professionals, and the ‘independent’ and ‘professional’

*Committee to Address the Health Care
Skilled Worker Shortage. (October 2001)
Maine’s health care skilled worker shortage:
A call to action. Maine Technical College
System: South Portland, ME.

®Malone, T. (October 4, 2000) Rebirth of the

guild. http://web.mit.edu/newsoffice/2000/
oped-1004.html. Accessed 2001.)
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“In recent years, a growing
number of groups have
emerged to represent the
interests of direct care
workers and to ensure that
the value of their work is
more widely recognized
and appreciated. Worker
associations help members
develop their professional,
leadership, and advocacy
skills through education,
networking, mentoring,
and other types of support.
Unlike unions, professional
associations do not
negotiate contracts with
individual employers,
rather they advocate for
improvements in wages and
working conditions

across the sector.”

—Trish Porter, Direct Support
Professional and Life Skills Coach
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were not characteristics we were finding in the direct care and direct support workforce. By January
2002, it was decided that the more commonly understood model of a professional association would
replace the venture for the ‘guild’, and would add Maine to the inventory of worker associations in
the country.

B Is there a worker-directed organization in Maine for these workers?

For the policy makers and state Medicaid administrators who wrote the grant proposal it was
conceivable that an organization, like the Maine Nurses Association, already existed for the aide
and assistant level employees. This turned out not to be the case. The best we could learn was that
a small number of CNAs had started an association once, but it no longer existed and rumor from
the workers was that the CNAs lost their jobs while organizing it. The grant workplan proposed to
delegate the project activities, through an RFP process, to an established organization to accomplish
the grant goals; to increase the availability of qualified personal with a deliverable for a sustainable,
independent Guild that will provide benefits, support, continuing education and advocacy for its
members. The exploration to find Maine’s representatives of the national organizations for CNAs
and DSPs (the workforce in MR/DD services) located interested individuals but no active groups in
the state. No Maine based or national organization was identified that matched the implementation
plan; to stimulate the formation of a worker-directed organization through an RFP process to a
community organization. The widespread lack of awareness about personal assistants and direct care
level staff along with the high degree of skepticism along with apathy about this workforce provided
a very mixed assessment of the environment for this grant. There was agreement on the need to
recruit and retain quality workers but stakeholders were not very optimistic about the prospects for
a worker-directed organization in Maine. These early findings both affirmed the need to pursue the
grant goals and the need to revise the strategy for accomplishing them. If we were going to do it, we
would have to create the organization ourselves. The decision to request an adjustment from CMS
to utilize the funds to start the organization was approved by the Technical Advisory Group early in
2002. This launched a significant effort by the grant staff to learn more about the workforce and to
recruit individual workers to have a direct role in the process and future decisions.

B What models exist in other states?

The grant staff identified and contacted worker associations in Connecticut, lowa, Vermont,
Arizona, and North Carolina to learn about their associations, recruiting workers, and their
development experience. An inventory of the state-based organizations documented key



information gathered and discussed by Maine PASA early in its formation. (See Appendix 3.)
Contact with the Paraprofessional Healthcare Institute (PHI) has been an important resource
throughout Maine PASA’s development.

Sowing the Soil and Planting the Seed

Questions and Decisions:

Which workers will be included in the Association?

How will we reach these workers?

What would the Association look like?

What’s in a name?

Who would want to join?

What partnerships would support the Association?

How could we engage workers to help with the development?
How would we recruit members?

B Which workers will be included in the Association?

The grant referred to the workers as ‘personal assistance workers’. The literature on the workforce
shortages referred to ‘direct care workers’ and ‘direct support professionals’. The Department of
Labor Dictionary of Occupational Titles referenced more than twelve job titles. Workers introduced
themselves as ‘Life Skills Coaches’ and ‘Homemakers’, titles not listed in the Dictionary. Maine’s
licensing and Medicaid offices called them Certified Nursing Assistants (CNAs), and Personal Care
Attendants (PCA:s, a title to be changed in 2003 to Personal Support Specialist (PSS) for new
graduates of a revised training curriculum). There were also CRMAs, CNA-Med Tech, MHRT,
DSP, Psych Tech and more. (See June 2003 Maine PASA newsletter.) While the grant staff had
made a decision to conform to the traditional model of a professional association the task of
selecting which worker group would be included and who could be a member was less clear. Other
state associations were defined to a particular group of workers. Most had their origin with CNAs
(Iowa, Arizona, Florida) with a focus on nursing home and home care providers. Connecticut was
the most specialized with its focus on Personal Assistants employed in Consumer Directed Personal
Assistance Service and waiver programs. Vermont, which was also in the start up phases was taking
the broadest view and considering inclusion of unpaid caregivers in their future association. The
Maine grant staff made the decision to be

inclusive in defining its target workers based Direct Care/Support Job Titles
on the grant’s origin in disability access, its by Diane N., Olga G., and Elise S.
view of the larger workforce issues being

The Illustrated History of Maine PASA B 11
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defined in the long-term care literature and its growing appreciation for the common challenges
facing every sector of long-term care (nursing home, home care, residential care, elder services,
mental health and mental retardation services). The Maine Association would define the workforce
broadly to include all people employed in frontline/paraprofessional jobs that assist people with
disabilities and elders in all long term care settings. The key terms were ‘employed’, to distinguish
the workers from the large group of un-paid/informal caregivers; ‘frontline/paraprofessional’ to
distinguish the workers from the RNs and other personnel who likely have a professional association
already available to them; the consumer/client group being served by the workers would cover elders
as well as people with disabilities of all ages; and the setting of their employment could be facility or
home-community based, day services, school or vocational programs.

There have been advantages and disadvantages experienced at all stages of Maine PASA’s
development that can be linked to this decision. As the grant staff gained perspective on the broad
range of long term care support services being offered, the state’s rebalancing efforts and the growth
of home and community based services and acceptance of consumer directed services the inclusive
approach appeared advantageous. The strategic advantage to casting a very wide net was important
to early development and meant we could maximize our outreach in order to find interested workers
and supporters. This gave the grant staff the opportunity to speak to a diverse group of workers and
employers to poll their interest and concerns and to recruit their support. The worker group was too
broad and their needs too diverse some said. Others saw the advantage of an inclusive organization
that would draw on the advances made by Direct Support Professionals to promote self-advocacy
and community inclusion, the public’s familiarity with the work of licensed personnel like nurses
aides, the ever increasing population of direct care and homemaker workers employed by home
health care agencies, and the new wave of personal assistants employed by consumers.

B How will we reach these workers?

Forming the Association was going to require the direct involvement of a representative group of
these workers. Plans were made to hold an event, a forum, to debut the concept for the Association
and to get input from workers and supporters. Even though our target worker group was broad and
by estimates was over 20,000 people, getting the information/invitation to the individual workers
across the state was a significant challenge. While Maine’s CNA registry listed over 30,000 CNAs,
both active and inactive, the list was not available to us for direct mailing. No other registry of
workers existed. While general newspaper ads, articles and press releases would be helpful, they
would not likely inform or motivate people adequately to compete for their time with their work
and life activities. The general public appeal would also make it difficult to garner the support of
employers to send their workers, or to quell employers’ concern that this was an organizing effort
involving unions. A more direct root of communication that would also encourage their attendance
was needed. Localizing the event planning was one way to concentrate the outreach efforts. The



decision was made to start with a single regional event, then plan the expansion with the worker/
members recruited from the event. Lewiston, the half way point between Portland and Augusta with
a thirty mile radius covering urban and rural areas was selected. The location outside of Portland
might prevent branding the association as a Southern Maine ‘idea’. Staying south of Augusta
assured travel convenience for the major population areas of workers. Now we needed to get notices
to the workers and the only targeted way to reach them was to go through their employers. Lists

of hospitals, home care agencies, MR/MH service providers were available but getting through
administrators to the workers presented a number of barriers. Our early outreach work to contact a
diverse array of workers and employers informed our strategy.” A broad base of appeal was necessary
for reaching workers and others who supported them; administrators, consumers, other advocacy
and nursing groups and state policy makers. The contacts provided opportunities to network, and to
get discouraged. The fear of unions closed some doors quickly. Many were curious but uncertain or
doubtful about whether the concept of an association would interest the workers. Alpha One, the
financial intermediary for consumer-employers agreed to insert event flyers in mailing with a request
for consumers to inform their nearly 1,000 direct care and assistance staff.?

B What would the Association look like?

The Lewiston event was held on a Saturday morning.
(See Appendix 4.) It was pouring rain but thirty five
people, a mix of workers, employers and consumers
attended. The evaluations were positive. The greatest
outcome was that five direct care workers and one
supervisor signed up to help develop the association.

Sl P RS Dad Al
A e

FPeople in Dereel Carr,
Sopport and Pervonal

Asshtanse
Our strategy to provide a breakfast buffet and an option s
for child care services were supportive. The keynote ~E Buildi
speaker, Di Findley, Founder and President of the lowa NN I - A
Caregivers Association, provided both information and A3 gtz m
an important connection to workers in the audience. * o, o pon g ‘l
The explanation of lowa’s association provided a very 9 1 i wm our

: Ao ‘ e, sty e

clear view of what we were starting in Maine, and why. ¢ i s Work

Di’s personal message as a former CNA and the stories = wprans
from her membership of over 1,000 resonated with the
attendees. The clarity of purpose of an association was
recognition, advocacy, opportunities for workers and
elevated awareness of the value of direct care workers
and their work in long-term care. She had the audience
with her statement that direct care workers carry a PHD
as their measure of importance, “they preserve human

’Scala, E. (October 21-28, 2002) Direct care and
personal assistance. Employment Times 4(43):4.)

8 Farber, K. (Winter 2003) Some look to
professional organization to ease care worker
strain. One in Five 2(1):6.
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dignity”. The introductions from the State and grant staff framed the purpose of the event and
provided information about the opportunity the grant provided to build an association for Maine
workers. Attendees completed a questionnaire and program evaluation that affirmed their interest
for having an Association and guided the grant staff’s next steps. (See Appendix 5, 6 and 7.)

B What’s in a name?

The decision to build the Association to be inclusive of the diverse group of direct care, direct
support and personal assistant workers, while noble, became a major challenge when it came to
finding a name for it. To our knowledge there was no one term being used to collectively refer to

the larger group of workers, like direct service or support service workers. The use of the word ‘care’
was pivotal. While caregiver and direct care were most familiar, to people with disabilities the

word connoted an inability to care for themselves and a need to be taken care of. This was a throw
back to the medical model of disability being illness and incapacity. (Insert footnote 9: Bowman,

V. (May 2001) Home care, home support, personal assistance: The co-operative model in context.
Occasional Paper Series. Online: http://web.uvic.ca/bcis/research/occasional/paper4-home-care-
support.html. Accessed February 15, 2002.) For Direct Support Professionals who were earning their
mark as professionals working with people with mental retardation and/or mental illness “care”

also had a medical meaning and did not espouse to the concepts of self direction. “Care” was very
familiar to nursing but even home care was shifting to include homemaker and support services.
The Association took the broadest and perhaps the ‘politically correct’ term to match its broad
definition of the workforce it wanted to encompass; personal assistance services. The group would be
called the Maine Association of Personal Assistance Services, Maine PASA.

B Who would want to join?

The feedback from the event and the immediate involvement of individual direct care, direct
support and personal assistance workers provided the base the grant staff needed to move the
Association from a concept to an organization. The group of dedicated and motivated key members
grew to seven by Spring 2003 and named

themselves the ‘founding members’. WORK GROUP FORMS THE PERSONAL
Continuing outreach for active members ASSISTANCE SERVICES ASSOCIATION
involved appearances, leafleting at other

organization’s events, and word-of-mouth After a very successful gathering in October 2002,

Maine direct care workers decided that they needed
an Association to suupport their profession. The first
. work meeting was held on Saturday, December 14,
a full explanatlon and assurances about 2002 at the University of Southern Maine — Lewiston
the motives of the Association. It was Auburn College Campus. A heavy rain and busy
extremely important that workers were holiday season did not keep the group from meeting
getting involved and speaking personally and  # discuss why the Association is needed in Maine.

news that was being generated since the
breakfast forum. Each appearance required




professionally about the potential value of the organization to their work and the quality of care to
consumers. These seven people, along with the early support and coordination work of the grant staff
were instrumental in the formation of the Association. The ‘founding’ group worked through regular
monthly meetings to establish the organization. (See February 2003 newsletter.) The profile of the
founding members illustrates the diversity, and wealth of this start-up group, and the potential this
organization has for connecting with thousands of workers across the state.

Trtsht took on a lead role immediately. Her comfort with being extraverted and direct was
matched by her dedication to consumers and her twenty plus years of direct care employment in
a variety of settings and organizations. When she joined the Association project she was working
as a Direct Support Professional/Life Skills Coach in a residential home for adults with mental
retardation and mental illness. Trish had been recently been promoted to a manager position in
one of the homes and she had her own sobering statistics to help the Association get focused. To
paraphrase her assessment: forty percent of this workforce loves what they do and they care about
consumers’ quality of life and care. For another forty percent this work is a job. They do the tasks
and put in their shift. The last twenty percent are in this work for the wrong reasons and are a
risk for their consumers. Trish cared very deeply for the consumers’ wellbeing and dignity and the
workers who cared and worked to make a difference. While watching Trish present to a group

of workers you could see from their expressions that each worker could place themselves and
their coworkers into one of the categories. Trish’s passion for the Maine Association was that it
proposed to support the retention and recruitment of good people, the first forty percent, might
motivate the next forty percent that can care, and should care, and should root out the harmful
workers immediately.

Kim was a personal care attendant for many
years working with elders. When she moved
to Maine to raise her daughter and return to
her roots she carefully evaluated her options
for work. While she had attended school to
study marketing and advertising she found
opportunities to continue in caregiving

and met Trish at work. Kim, like Trish, was
articulate as an advocate for quality and
dignity and had a great work history and
personal experience in direct care. She was also
interested in marketing the association.

As a member 73
Wmemm
her organization
she was concerned
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Online: http://directcareclearinghouse.org/
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Dtane had been working as personal care attendant for a family member and was seeking
employment in home care. While quiet in meetings and concerned about her limited experience
in relation to other members Diane brought perspective and an interest in writing to the young
group.

Susan, a PCA in home care services in Southern Maine was also quiet and attentive to the
group. Susan was proud of her accomplishments and her life story can be read on the Maine
PASA Our Stories series. In addition to working with people with disabilities and elders in
their homes Susan has the experience of caring and managing as the mother of a son with
special needs. Susan has been a tried and true founding member who has found personal and
professional benefits to continued participation. Shy but always ready with an answer when
asked Susan often attended meetings with Olga, a supervisor in her agency. Susan serves as the
Co-Chair of the Maine PASA Board of Directors and recently completed advanced training to
become a CNA.

Olga states clearly that she attended the Association forum to accompany Susan and to see
first-hand what the Association was about. As a member of management in her organization
she was concerned about the prospect of union involvement. But, she knew about the Muskie
School was coordinating the grant, and as a matriculating student she was also interested in
learning more. Olga’s support of the Association was immediate and resourceful. By the summer
of 2003 Olga had started plans to complete her internship and capstone project working with
the association. Olga can speak well about the value of the association to Susan’s development
and continues to encourage her staff to become members.

]W approached the Association group with the experience of having looked for an
organization for Direct Support Professionals in Maine. Julie was the Maine representative with
the National Alliance of Direct Support Professionals and welcomed the additional help to
organize the workforce. Julie had worked in manufacturing for years and a plant closing opened
the opportunity for her to get trained as a licensed massage therapist. In addition to starting
her massage business Julie discovered that
working as a DSP was very rewarding. Julie
has a Zeal for 1earnin and Q reCiateS the Julie Moulton works as a direct support DrOfeSSiOnal for a resident
.g . bp ] . care agency in Winthrop, Maine. In her role as a direct support
group support fOI‘ bulldmg an organlzauon.m professional, Julie provides personal support to adults with mental

. . . retardation and development disabilities. We asked Julie to
Julie serves as Co-Chair for the Maine PASA ;oo e of the challenges associated with her job.
Board of Directors.

Portrait of Julie Moulton




Roberta knew a lot about organizing and social causes from being active in her community.
She also knew a lot about elders and the experience of caring for them. At the time Roberta
joined the group she was about to

reach her 100" elder. Her stories of The Complexity of Caregiving

home care in rural areas were both Roberta Record reflects on her experience in losing a woman she

alarming and wonderous. Wonderous cared for as a personal assistant. She talks about the profound

because they told us about the value effect that her relationship with the client had on her outlook on life
L. . and her work.

of quality in caring and the art of

Roberta’s approach to knowing her

elders. Roberta’s interest in writing these stories is part of the Association’s legacy. What we

learned from them helped to build Maine PASA."

Cheryl was a member for the early, forming and storming’ stages of the group work that started
the Association. As a personal assistant in consumer directed employment Cheryl’s experience,
and perspective of long term care was different than other members. The expressions of
advocacy for client dignity and self determination were similar but the terminology, service
programs and employment experience were so different that at times it looked like the
Association could not be inclusive to all the workers. The demands of her work made it difficult
for Cheryl to attend meetings on a regular basis, but her involvement was important to the early
formation of the group.

Gatlwas asked to join the group by Elise Scala, the grant coordinator, to be a facilitator.
While Gail was not a direct care or direct support worker her skills in group facilitation, adult
education and communications skill development, along with her knowledge of disability as

a special education teacher helped the group develop. The transition from a diverse group of
individuals to a cohesive group with a common mission took skill and finesse. Making sure the
group process was inclusive and worker-directed had a lot to do the members’ development as
leaders. Gail helped to train the bridge builders, who went off to build the bridge as we were
crossing it!

B What partnerships would support the Association?

The fact that the Real Choices Systems Change Grant, the umbrella to the association project,

was awarded to the Maine Department of Human Services gave the grant staff a vote of confidence
to proceed. Administrators in all the departments affiliated with long term care and services for
people with disabilities were familiar with the issues of workforce shortages and their impact on
quality. Their support, as demonstrated through their willingness to attend meetings and support
functions and the recognition of the association they carried to multiple meetings of multiple groups

Record, R. (2005) The complexity of
caregiving. Direct Care Clearinghouse.
Online: http://directcareclearinghouse.org/
v_det.jsplres_id=162410.

Accessed November 28, 2005.
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For more information, visit the
Paraprofessional Healthcare Institute’s
website: http://www.paraprofessional.org
and the Cooperative Care Associates’
website: http://www.co-opcare.com.)
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contributed to the name recognition, awareness and credibility of the Association at every stage
of its development. The Technical Advisory Group, an oversight committee for the grant projects
provided excellent feedback and guidance.

Direct Care Worker Coalition: Another grant funded project that served to be a timely partner
to the development of the Association was the Direct Care Worker Coalition. A grant funded
the start up of a multi-stakeholder coalition to initiate legislative action of raise the wages of
direct care workers. (See February 2003 newsletter and Appendix 8.) Many of the activities and

accomplishments
of the Coalition
are notable to
the outcomes of
Maine PASA.
Elise Scala, the

grant coordinator

A subcommittee of the
Coalition has initiated a bill to
the Maine Legislature to
increase wages for Direct
Healthcare Workers in Maine.

pay/benefits and this increasing
worker shortage.
Theyaresayingwhatweas
direct care workers have known
for years. Now it’s at a critical

Maine Direct Care Worker Coalition: Coordinates State Efforts to Address Worker Shortages

problem of low wages, limited
benefits and long hours. A bill
will be introduced to ask the
legislature to increase wages and
Hopefully the

benefits.

was invited to the opening meeting of the Coalition in 2002 and three very significant events
occurred. First, the group which was very well represented with providers, state administrators,
educators and advocates was being organized to address many of the same issues the Association
group was working on. Secondly, it was very striking that, while the coalition members were
talking about the plight of direct care workers in low wage jobs without benefits and a turnover
rate that was indicative of major problems, no direct care workers were present at the meeting!
Third, Elise got the chance to meet Steve Dawson, president of the Paraprofessional Healthcare
Institute, the national leader in worker-directed organizations."

The 2002 Coalition meeting was a defining moment for the Association. It was clear that the
Association was the likely group to represent the workers in this Coalition, more so than their
employers, and representation with well trained workers/members could certainly be a key
purpose and function for the Association. While providers/employers were all well intentioned
it was not entirely true that their participation would provide the input that the workers
themselves could add to the policy discussions that would directly impact them. Lisa Pohlmann,
Coalition facilitator, completed the study “Without Care: Maine’s Direct Care Worker
Shortage” summarizing workers struggles with low wages, difficult working conditions and staff
shortages. The report includes key recommendations and can be viewed at www.mecep.org. (See
February 2003 newsletter.)

Meeting other organizations through the Coalition, like the Maine Health Care Association,
Maine Nurses Association and Maine State Employees Association representatives opened

dialogue about workforce issues and mutual interests for the Association.



Providers/Employers: The outreach work to promote the Association provided a number of
opportunities to meet with employers. The fear of unions has been mentioned a number of
times as a deterrent for some employers to seeing the potential value an association could offer
to the recruitment and retention of their front line entry level workforce. There were however
a couple of employers

who responded in quite SPECIAL REPORT

the opposite way. Home
Resources of Maine, Inc.
(renamed Home Care for
Maine in 2005), a large
home care agency and provider of non-medical homemaker and assistance services has been a
major supporter of the Association. The CEO, Susan Rovillard made significant contributions to
the early development by notifying her 400 plus employees of events and notices and supporting
her employees to be active participants. Olga Gross, Administrator with Sandy River Home
Resources was also a major supporter.

Without Care: Maine’s Direct Care Worker Shortage

Maine Center for Economic Policy, Author Lisa Pohlmann

Regional peers: Peer organizations in the New England region, extending to Connecticut,
were great sources of information and support in the early days of the Association. Vermont,
North Carolina and Connecticut were utilizing Real Choices Systems Change Grant funds to
build worker associations. Frequent conversations were held to exchange information and Deb
Barisano, the founder of the Connecticut Association of Personal Assistants came to Maine to
provide assistance and to make a presentation. The lowa Caregivers Association was mentor
and peer to all of us.

National peers: The Paraprofessional Healthcare Institute has been a leader and major

support for Maine and the other states in their efforts to develop associations and the workers
to represent them. The Direct Care Alliance (DCA) was established by PHI to support
coalitions and associations and has become a valuabale partner for Maine PASA and other state
associations. The National Alliance for Direct Suppport Professionals (NADSP) is also a leader
and model organization.

Grant partners: The Real Choices grant, with its field of grantees and technical assistance
organizations provided an important resource for support. The staff in Maine at the National
Academy for State Health Policy and the TA group at Rutgers provided funding and support to
build bridges of support and partnership across the states.
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“Maine PASA has given us voice.”

“Maine PASA has provided a

coalition for affecting change.”
“I have had the opportunity to go to
conferences that have exposed me

to the wider issues of elders.”

— Direct care workers responding

to the value of Maine PASA
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B How could we engage workers to help with the development?

The grant funds were instrumental in supporting the development of the Association. The grant
coordinator supplemented the part-time hours allocated to her position by utilizing funds for
stipends to compensate the direct care workers for their time spent at meetings and Association
activities and for travel expenses. This was necessary given that a number of the founding members
had to lose work hours in order to attend meetings. The cost of travel was also recognized as
significant and a mileage reimbursement was given for documented travel expenses for meetings
and events. Were we paying workers for their time? Yes, at $10/hour for meeting time only it was
not a money making venture and seemed reasonable given that many of our meetings were on
Saturdays to minimize the conflict with client schedules.

B How would we recruit members?

. . . . . #""h%
The founding member group spent many of their meetings discussing what m\

the Association would look like, what it would do and how people would be {

recruited. While the discussions seemed circular and non-productive for some

members the decisions made about the Association formed the foundations of i]i:lls" \
the structure and function of the organization. The development of the Maine
PASA name, logo and mission statement grew from these discussions.

The discussions were also helping the members to become more fluent and confident with the idea
of an association and how to describe it to others.

Maine PASA Features New Logo and Mission
A health care worker job fair scheduled in the .
Thanks to the input of many, the hard work of the

region provided a good opportunity for the development team, and an artist’s touch the logo and
members to practice. The Association reserved statements of purpose for the Maine Personal

a table and members selected time slots over a Assistance Services Association are ready for

full day schedule to staff it. Members paired up to  distribution. The message is that Maine has an
support each other and spent time preparing for organization that recognizes and supports direct care/
the presentations. Scripts with the major points
and role play sessions were practiced at a meeting
before the fair. Materials and a sign

up sheet were also prepared for the Job Fair Preview Session
di Spl ay This was a milestone event Members of Maine PASA were well represented at the Health Care Job Fair in
’ . South Portland on May 19th. The brochures and sign up sheets, boosted by the
for the founding members and the : :
- enthusiasm of member outreach successfully informed many Fair attendees and
Association and the response from recruited over thirty new members!
attendees and other organizations

was favorable.




Announcing the
The materials and the workers’ voices, and a growing number of Maine PASA website!!
events to present them were pressing the founding members to
be prepared. Name tags, business cards were needed. The scripts
were not needed anymore. These members were ready to go
out and talk. The brochure and newsletter were the tools they www.MainePASA.org
needed. Another annual event and a website were needed.

(See Appendix 9.)

Currently under construction!
Coming to a computer near you!

Sprouting: Developing Structure

Questions and Decisions
B What structure will support the development goals of the Association?
B What role did the workers have?
B Are we professionals?
B How will Maine PASA establish itself and become recognized?

B What structure will support the development goals of the Association?

The founding members met monthly to oversee the combined work of organizational development
and ‘operations’. The work of Maine PASA now involved the production of the newsletter,

a website, tending to the phone calls and the member database, preparing for and making
presentations, attending meetings, finding opportunities for workers to serve as representatives,
finding the workers to fill the seats and supporting them to be informed representatives. Balancing
Maine PASA needs and ambitions with the need to directly engage the workers was critical to its
mission and to its members. The role of the paid grant staff, while still part-time, continued to be
instrumental in facilitating the group’s development process and output. The active members and
the staff were critical to recruiting more members and to the development of its future. As the third
and final year of the grant approached it was clear that Maine PASA’s future was going to depend
on its own sustainability as an organization. The grant goal was a deliverable for a sustainable,
independent Guild that will provide benefits, support, continuing education and advocacy for its
members. The immediate goal was non-profit status and the structures necessary to achieve it.
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The applications for incorporation in the state and tax exempt status with the Internal Revenue
Service guided Maine PASA’s planning to achieve this goal. A clear mission statement and an
established Board of Directors were required. A consultant with expertise in non-profit organizations
was very helpful for guiding the Maine PASA meetings to review important questions about its
mission and purpose. It was necessary for the group to review the differences between an advocacy
and charitable organization and to assess the implications of categorizing Maine PASA as one or the
other. The decision was made that non-profit, tax exempt, 501(c)(3) status fit both the intended
purpose and activities of the group. This status would be necessary to access grants to finance Maine
PASA’s operations, programs and its future.

. IRS Terms and Requirements for Tax Exempt Status
(http://www.irs.gov/instructions/i1023/index.html)

B Who Is Eligible for Section 501(c)(3) Status?

Organizations organized and operated exclusively for religious, charitable,
scientific, testing for public safety, literary, or educational purposes, or to foster
national or international amateur sports competition, or for the prevention of
cruelty to children or animals are eligible to file Form 1023 to obtain recognition
- of exemption from federal income tax under section 501(c)(3) of the Internal
Revenue Code.

Qualification of a Section 501(c)(3) Organization

There are two key requirements for an organization to be exempt from federal
income tax under section 501(c)(3). A 501(c)(3) organization must be organized
and operated exclusively for one or more exempt purposes.

Organized. An organization must be organized as a corporation (including a limited
liability company), trust, or unincorporated association. The organizing document
(articles of incorporation if you are a corporation, articles of organization if you
are a limited liability company, articles of association or constitution if you are

an association, or trust agreement or declaration of trust if you are a trust) must
limit the organization’s purpose(s) and permanently dedicate its assets to exempt
purposes.

Operated. An organization must be operated to further one or more of the exempt
purposes stated in its organizing document. Certain other activities are prohibited
or restricted, including, but not limited to, the following activities. A 501(c)(3)

. organization must:
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a. Absolutely refrain from participating in the political campaigns of
candidates for local, state,or federal office.

b. Absolutely ensure that its assets and earnings do not unjustly enrich board
members, officers, key management employees, or other insiders.

c. Not further non-exempt purposes (such as purposes that benefit private
interests) more than insubstantially.

d. Not operate for the primary purpose of conducting a trade or business that
is not related to its exempt purpose(s).

e. Not engage in activities that are illegal or violate fundamental public
policy.

f. Restrict its legislative activities.

Legislative activity. An organization does not qualify for section 501(c)(3) status if
a substantial part of
its activities is attempting to influence legislation.

For this purpose, “legislation” includes action by Congress, a state legislature, a
local council, or a similar governing body, with respect to acts, bills, resolutions or
similar items (such as legislative confirmation of appointive offices). Legislation
also includes action by the public in a referendum, ballot initiative, constitutional
amendment, or similar procedure. Legislation generally does not include actions by
executive, judicial, or administrative bodies.

Organizations may involve themselves in issues of public policy without being
engaged in legislative activity. For example, organizations may conduct educational
meetings, prepare and distribute educational materials, or otherwise consider public
policy issues. Similarly, an organization may appear before a governmental body to
offer testimony about a decision that may affect the organization’s existence.

Every organization that qualifies for tax-exempt status under section 501(c)(3)
is further classified as either a public charity or a private foundation. For some
organizations, the primary distinction between a public charity and a private
foundation is an organization’s source of financial support.
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“Maine PASA have

given us a voice.”

“Maine PASA has provided a

coalition for affecting change”

“I have had the opportunity to go
to conferences that have exposed
me to the wider issues of elders.”

— Direct care workers responding to the
value of establishing an association
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The founding members spent a number of meetings learning
about these terms and requirement and working on the mission
statement, fine tuning it to clearly express its intentions to

its members, supporters and the general public. The results
formalized Maine PASA’s course for the Board and its future
development. The mission statement was published in a

new brochure and the IRS application for tax exempt status
was completed. As the news clipping from the Maine PASA
newsletter notes, the work completed by the group produced
major outcomes in support of the grant objectives and the future
of the organization. (See Appendix 10.)

B What role did the workers have?

Transitioning Maine PASA from a grant project to its own
organization involved changing the role of the ‘Founding’
members to ‘Board’ members. This was a significant
transformation and Maine PASA’s success says a lot about the
members who were directly involved as well as the importance
of staff support. The workers and support members who agreed
to continue as Board members were very important to its

Maine PASA has a mission

The mission of the Maine Personal Assistance
Services Association is to build recognition and
opportunity for the direct care, direct support, and
personal assistance workforce through education,
professional development, and public awareness.

Maine PASA has a purpose
Building Capacity by Providing Opportunity

The Association will promote professionalism and
development for the direct care, direct support,
and personal assistance workforce to support the
highest quality of life for elders and people with

disabilities.

Maine PASA activities and programs

* Build Recognition: To raise the awareness in
public, employment, and policy settings about
the value of direct care, direct support, and
personal assistance work and workers.

* Build Opportunities: To provide opportunities
for workers to network, to build connections, to
participate, and to gain knowledge and skills to
attain personal and professional goals.

* Promote Professionalism: To advocate for quality
jobs and to promote quality direct services with
dignity and consumer choice.

progress. Completing the necessary steps for non-profit status required endurance, skills and vision.
Most of the members (the worker members as well as some of the support members and staff) did
not have experience working with non-profit boards or the discussions on strategic planning and

organizational structures, but they were certainly willing and able to learn. The grant staff provided
leadership and technical assistance through the process. There were numerous times when everyone
tired of the discussions of mission statement and bylaws but all agreed on the value of getting the
work done. The bylaws were drafted and approved with the consultation of an attorney. There was
consensus, and it was written into the bylaws, that more than half the board members would be
direct care or support workers, and that the board would be voluntary. This was also a requirement
for the tax exempt status and for the workers involved it meant they would no longer be paid for
their time to participate, as they had been before the Board was established. This changed one of
the operating commitments that Maine PASA had set in its early days, that it would recognize the
value of workers’ time and pay them for meeting hours, as the others around the table enjoyed.
Many of the founding members were juggling work hours and sometimes losing client hours/paid
time in order to attend to PASA business. For the workers who accepted the Board positions this
was a commitment they were prepared for. Their input as active members, serving as Board Chair
and Co-Chair, was, and continues to be, instrumental in the organization. These worker members,



along with all the other Board members rose to
the occasion. Board membership, consistent with
the organization’s mission provided members

an opportunity to learn and grow. There have
been discussions on how best to meet the

needs of the Board while not setting skill and
experience requirements that will exclude worker
involvement and that allow for development.
Acknowledging the importance of having
workers’ voices that represented a number of work
sectors (nursing home, assisted living, home care,
direct support for people with developmental

Get Acquainted Meetings Draw Active Members

and Offer Continuing Education

Meetings in Portland, Augusta and Bangor offered members the
chance to get together and to discuss a topic of interest to their
work. Sue Levandoski, RN and Master Trainer for the Best
Friends™ Approach to Alzheimers Care, presented two sessions
to highlight the value of knowing your client/consumer. Mary
Lee, a training coordinator with OHI in Bangor, presented with
co-worker Duane Hall on the topic of working with consumers
with high physical needs. Future meetings are being planned and
Maine PASA Chapters in Brewer/Bangor and Augusta have been
started. For more information, please call the Maine PASA (see
“How to Reach Us” on last page) or check out the Events page
on www.mainepasa.org.

disabilities and personal assistants in consumer directed employment) Maine PASA looked to
fulfill its board skills and expertise needs through its executive director, other Board members and
the use of consultants. The goal of having direct care and support workers in lead positions needs
to be supported through a development plan. Maine PASA strategically planned its development
of Chapters and positions for members to serve on state committees to be the opportunity for
members to develop the leadership skills to be future Board members and leaders. (See April/May
2004 newsletter.)Familiarity with Maine PASA’s mission and purpose, a commitment to the

mission and the
responsibilities
of the Board,
and comfort
with speaking in
small groups and
representing

Al Call for Stories

Maine PASA would like to feature stories about people who are direct caregivers, direct support professionals and personal assis-
tants on our website. We want to recognize the people who do the work, be able to tell others about the work, the dedication and
the true value of these jobs, and the people who do them. If you know a co-worker or friend who is employed to provide

assistance or direct care to an elder or person with a disability who you think does a great job please write and tell us about what they
do. Why would you want this person helping you or caring for your family member? We would like to hear about your work too.

the interests of the diverse workforce of direct care and support workers and are the primary skills
needed. The founding members also demonstrated the value and necessity for other skills, the
ability to learn and the willingness to take a chance and speak up for what they see as important

for consumers/clients, coworker, and themselves. Building these skills and fulfilling organizational
roles, while critical to Maine PASA’s development objectives, has been new growth added on to the
remarkable skills these workers demonstrate every day in their work. Our Stories, the oral history
project, was conducted to draw out the workers’ voices and raise awareness about the work and
workers. These stories tell us about the skills workers can bring to the mission and vital role they
have in long term care and support. (See Appendix 11.)
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“One person by themselves many
not be able to make changes.
Affirms the people who provide
support and helps employers
support workers.”

“Provide a forum for celebrating
and recognizing the workers and
the work.”

“To reduce isolation.”

— Direct care workers responding to the
value of establishing an association
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B Are we professionals?

As Maine PASA built its recognition and

activities as an association, the clearest model for
development was the professional association. From
the early days that Maine PASA took this direction,
away from the Guild or union, the question was
raised about whether direct care and support workers
were in fact “professionals”. The best answer is
presented in Roberta Record’s article, written

when the Association was jUSt getting starting write a mission statement and business plan that tells how the
and forming its identity. While Maine PASA’s organization will serve its members and the general public.

development as an Organization, the performanee Being approved to be a tax exempt 5015(3) and an incorporated

of it board mermbersand the competency presented T oRsrEion M nporas dmonion
through their stories of work in 10ng term care affiliates and funders. This is a responsibility and a trust that the
should affirm this, there continue to be questions Board and Executive Director will carry out. Maine PASA

K L welcomes contributions, including financial donations for
about the status of this workforce. The affiliations
with the health care model for long term care
relegates direct care staff, the aides, to be less than
nurses, but gives them recognition of having one
hand over the line as “paraprofessionals”. There are also workers, the personal assistants employed
by consumers, along with their consumers and advocates who consider the Association, and the
trappings of professionalism like training and education, as a ‘medical model’ that takes away from
the relationship and consumer direction. And, many direct care and support workers aspire to
‘preserving human dignity’ and the importance of working with people is far more important than a
profession that requires them to be climbing a career ladder. Maine PASA’s membership is inclusive
of people with all these views and it continues to find common ground by emphasizing the need for
recognition and support for quality jobs and quality
care/support for all workers.

Editorial: Am | A Professional?

by Roberta Record, PCA, and Maine PASA member

Maine PASA Gets Tax Exempt Status

The U.S. Internal Revenue Service approved Maine PASA’s
application to become a 501¢(3) organization in January 2005.
This is another important milestone for Maine PASA and
follows the serious work done by the Board of Directors to

designated support activities. These contributions are now tax
deductible! Please contact Roy Gedat, Executive Director, for more
information.

Huine PASA Represenimtives Presemt i Baltimare

B How will Maine PASA establish itself and become
recognized?

Maine PASA’s development has been both internal
and external. Building Capacity by Providing
Opportunity was the purpose statement that guided
this development. This purpose presented a triple :

challenge. Maine PASA needed to become recognized 7 ol m i tn i L e
as having legitimacy and value in long term care il s




services, with employers and state administrators; it needed to be seen as

relevant and worthwhile for direct care and support workers; and the workers

needed to be directly involved as representatives of the membership.

Maine PASA has grown with a core group of active members, a growing
number of total members (both primary/direct care and support workers
and support members) and a network of supportive state and national
organizations. The brochures, member-to-person contact, annual events
and occasional staff meetings with employers have been getting the word
out. While the Maine PASA name has become familiar to more employers
the degree to which they embrace it continues to run the full range of

total support and promotion of it to their employees to ambivalence and
complete rejection. The out-spoken support of a couple of well respected
administrators has, and continues to be, an important source of recognition.
The website and newsletters are making a presentation that adds both
visibility and legitimacy to the organization. They provide a consistent
message and a professional look that have been useful for communicating
with employers, potential members and affiliated organizations. Membership
has steadily grown. By 2003 Maine PASA was rooted and developing and
was beginning to establish itself professionally. This is illustrated in the
timeline in the listing of events and presentations that

continued into 2004 and 2005. The increased activities o Group

and Maine PASA’s response to them have been bulldlng Maine PASA will participate in a workgroup to identify strategies
for improving services and to develop an intake system for

consumers seeking assistance in Maine. The workgroup will also

in this report. The growth of members, their individual respond to the Legislature’s request for a joint review and report

to expand program eligibility to include consumers who use a

a momentum that is best described by the metaphor used
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Maine PASA to Participate in New Consumer Directed

capacity along with the capacity of the organization took  surrogate to perform management tasks. A Maine PASA

a Whlle to grow roots and sprout Now. it is organized and representative will attend the meetings, and participate in the
* )

discussion and development of recommendations to be pre-

beginning to grow above ground. sented on January 1, 2005. The purpose of the group was

outlined in the first meeting, July 28th: to involve stakeholders

in a process to determine and make recommendations to

Continuing grant support both finances this effort so Commissioner Nicholas.
there is no cost to members and carries an important

link to state and federal programs that help explain its value. Over the four years that Maine PASA
has grown, other organizations and initiatives have also addressed concerns for the direct care and
support workforce. The events and initiatives of other organizations, in Maine and nationally, have

begun to target direct care workforce recruitment and retention. The Maine Direct Care Worker

Coalition provides an important workgroup for Maine PASA. Its members now represent workers
at the table, along with the union, and have the opportunity to provide input to important policy
decisions. This type of involvement continues the recognition and capacity building that feeds the

growth of Maine PASA and its members.
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Productivity: The Fruit and Blossoms

There are numerous products that grew from Maine PASA’s activities. The
illustrations in this report reference many of them: the newsletters, website,
presentations, attendance to meetings, statements at public hearings, lists of
accomplishments, displays, annual events, presentations, 501(c)(3) status,
member development, participation in other groups, Our Stories, Chapters,
partnerships with PHI/DCA, formal structures: Board, non-profit status (See
Appendix 12.), Maine PASA Connections, Executive Director, funding
development, evaluations/surveys to get input, membership on committees,

i d bershi b . . . .
rnereased mMEmbersiip Utbe™  maine PASA Board Appoints an Executive Director
and grant applications. The

most notable outcome is The Maine PASA Board of Directors is pleased to announce the appointment of Roy Gedat
to the position of Executive Director. The position was advertised in December and recruited
many excellent candidates. Roy was selected for his extensive experience in managing a non-

the growth of people and
relationships. It’s in the stories
and comments, and in the lives
of the workers who joined Maine PASA and participated in its opportunities. It’s Susan Tucker, who
grew personally from a quiet observer to a representative and co-chair of the Maine PASA Board,
and returned to school to achieve her certification to be a nursing assistant. It’s Roberta Record who
started a journal to chronicle her work in home care with elders and to begin publishing writings
based on those experiences. It’s Julie Moulton, interested and supported to advance in her job to
advocate for people with disabilities and her interest to organize Direct Support Professionals. In
2005 Maine PASA has new members active on its Board and representing Maine PASA in the state
and nationally. These people are blossoming, and Maine PASA gets stronger. The diversity of its
members adds to its future and sustainability.




Future Growth

Maine PASA surpassed the 600 member mark
in 2005 and continues to gain members and
support. The expectations of the members is
growing as the challenges to long term care and
support programs grow. Cuts in funding, rising
fuel costs and a changing political and financial
environment are both threats and opportunities
to the workers, consumers and to Maine

PASA. The sustainability of Maine PASA

will be dependent on its continued growth and
strength. This translates from its parts, roots-
stem-branches, to the realities of people, time
and money. The grant provided the start for
Maine PASA to form and build its internal
capacity. Its success in doing this established
some important relationships that will influence
its future. Partnering with the Paraprofessional

Healthcare Institute (PHI), the Direct Care
Alliance (DCA), the Maine Direct Care Worker

Health Insurance Outreach Help Needed

Maine PASA is concerned about health care coverage for direct care,
direct support staff and personal assistants. Our members have

told us this is one of their top issues and that it can make the
difference between staying in this line of work and leaving to find

a job with benefits. We need to find and keep good people in

these jobs! And, we know that this is only going to happen if we
improve the jobs. One way we can do this is to make sure

employers (agencies and consumers) and their direct care and
personal assistants have good information and know what the benefit
options and costs are.

Maine PASA is working with Consumers for Affordable Health
Care and the Health Care for Health Care Workers Initiative, a
national effort sponsored by the Paraprofessional Health Care
Institute to offer information and support. Employers watch
your mail for announcements of meetings in your areas and the
Small Business Newsletter with information about DirigoChoice.
Maine PASA members: you can help! We are recruting direct care
employees, direct support professionals and personal assistants

to attend trainings and assist with outreach that will help other
workers to find health coverage. Call Elise 228-8423, or Roy
(207-890-0773 or 800-268-6612) to find out how you can help.

Coalition, and other associations is providing crucial sources of support for securing its future.
The affiliations have provided opportunities to participate and grow through the activities like

presentations and legislative initiatives. They have also provided connections to grant opportunities
and future funding. As a non-profit organization, Maine PASA will continue to rely on grant funds
to support its growth and will therefore compete with many others to get the resources it needs to
operate and accomplish its mission. During this last year of operation under the Real Choices grant,
Maine PASA has positioned itself within partnerships and a strong base of members to grow into the
future.
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Appendix 2 B Access Technical Advisory Group (TAG) Members
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Appendix 4 m First Event Press Release

FOR IMMEDIATE RELEASE
October 18, 2002

Contact: Elise Scala
207-228-8423

PERSONAL ASSISTANCE SERVICES ASSOCIATION LAUNCHED IN MAINE

Portland, ME—The Edmund S. Muskie School of Public Service at the University of
Southern Maine is hosting a free breakfast event to recognize personal assistance and
direct care workers and to support the development of a new professional association.
The breakfast will be held Saturday, October 26 at Lewiston-Auburn College in
Lewiston. For more information and to register, call toll free 1-800-268-6612, (TTY 207-
228-8440) or e-mail scala@usm.maine.edu.

“Direct care work, including personal care and home health aides, is the seventh fastest
growing occupation in the nation, and Maine, like many other states, has a shortage of
workers,” explains Elise Scala, Project Coordinator. “Associations are being developed in
many states to support, train and retain workers in assistant and caregiver jobs and this
grant funded project will support the development of an association in Maine.”

The Maine Personal Assistance Services Association project is part of the Real Choices
Grant awarded to Maine by the federal Centers for Medicaid & Medicare Services to
support the improvement of home and community-based resources and services for
persons with disabilities. The grant partners, the Maine Bureau of Medical Services,
Maine’s Plan Development Work Group for Community Based Living and the Muskie
School of Public Service at the University of Southern Maine, are pleased to announce
this event to recognize personal assistance service workers and to launch the Maine
Personal Assistance Services Association.
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Appendix 9 B Maine PASA Accomplishments (Fall 2002-Spring 2004)

Maine PASA Accomplishments (Fall 2002 - Spring 1004)

e 2 annual conferences, for members and member recruiting, offering networking and support with topics for professional
and personal growth presented by recognized state and national speakers.

e Newsletters: 8 bi-monthly editions published

e Distribution mailing list of nearly 450

e Name recognition developed

e Logo designed, brochure published, 5,000 distributed

e PO Box, toll free phone line receiving a continuous trickle of inquiries
e Website URL in place: www.mainepasa.org (site under construction)

e Monthly meetings for over a year with a core group of dedicated direct support professional and direct care workers who
have engaged, taken on new responsibilities and grown with the opportunity to build Maine PASA

e State recognition: Invited to serve on two major committees: Direct Care Worker Coalition and the Maine Joint Advisory
Council

e Formally recognized by the Easter Maine Chapter of the National Gerontological Nursing Association

e National recognition: listed on the Direct Care Clearinghouse website as one of the associations in the country, links with the
Direct Care Alliance.

e Well connected nationally: grant work with the federal Centers for Medicare and Medicaid Services, Robert Wood Johnson
Foundation’s Better Jobs Better Care Programs

e Co-founder of the New England Coalition of Worker Association and Advocacy Projects and serves as mentor and mentee
with other state based associations

e Presentations at national conference and state conferences, to agency boards, staff groups, job fair, and the Maine
Legislature

e Press: Newspaper articles and feature stories in national newsletters and websites.

e 2nd federal grant awarded to the State that includes funds to support Maine PASA operations, part time manager and
development of the website

List compiled May 2004
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Maine PASA Newsletters

Vol. 1, No
Vol. 2, No
Vol. 2, No
Vol. 2, No
Vol. 2, No
Vol. 2, No
Vol. 3, No
Vol. 3, No
Vol. 3, No
Vol. 3, No
Vol. 4, No
Vol. 4, No

.1 November 2002 .....ccceevvvivieevrreennennn. 66
.2 February 2003 ....ccccovviiviiieiieiiene, 68
23 April 2003 . 72
4 June 2003 i 75
.5 August/September 2003.................. 81
. 6 November/December 2003 ............. 85
. 1 February/March 2004 .........cc..c....... 91
.2 April/May 2004 ......cooevivieiiiinne. 95
.3 August 2004 ..ooiieiiiieeiiieeeieees 101
.4 November 2004 ......cccceevveerveeveennen. 107
.1 March 2005 ..o, 117
22 June 2005 i 125
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