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love and sense of belonging to a family she always

dreamed about. This is truly a success story. As a

result of her newly-found happiness and the support

of her loving family, Deborah has the confidence to

explore her other dreams and aspirations, including

competitive employment, being involved in her

community, and making friends.

Melony Brown, of Kencrest’s Lifesharing

program, says Deborah has been a part of the Fontil

family since April1999. One of Deborah’s recent

goals is to be free of any medication and to learn to

better control her anger. Since she has been living

with the Fontils, she has been medication free,

except for one, and has learned to have better

control of her anger. According to Ms. Brown,

“This happened because of her relationship with

Fausto. He counsels her and supports her to make

positive changes and choices in her life.” Ms. Brown

then added, “Being part of a loving family is

something she always wanted.”

Deborah and her support team also are

participants in the Philadelphia Transition Planning

Project that began in December 2005. This project,

sponsored by Networks for Training and

Development and MRS, was designed to help teams

work together to support
Continued on Page 6

Deborah Wilson, 47, has had her share of ups and

downs in life and has experienced some things

in her past that were very painful. She always had

dreams of being a part of a loving family. After

many years in various “placements,” Deborah finally

has found the happiness and fulfillment she was

looking for through Lifesharing, also known as

Family Living.

Deborah has been served by KenCrest since the

late eighties, when she resided in a community

home. This proved to be a successful move in her

life, but it fell short of her dream of being a part of a

family. In the late nineties, she was introduced to

the concept of Lifesharing. Through a lot of

planning and development, Deborah was matched

with the Fontil family – Fausto, Althea, and their

two children. Deborah proudly tells anyone she

meets, “They are my family.” The Fontil family has

embraced Deborah in such a way that she feels the

By Delores Smith, Supports Coordinator, and
Leonard Kravitz, Program Analyst, MRS
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Let’s hear from you!

Please submit articles to: Editor, Family Forum,

Mental Retardation Services, Suite 5200,

701 Market St., Philadelphia, PA 19106-1532

The Family Forum is a publication of Mental Retardation

Services and is produced and mailed from PDDC.

All copy is subject to editorial approval and may be edited.

Publication in this newsletter does not necessarily represent

the position of Philadelphia Mental Retardation Services.

Family Forum Contact - Jeffrey Orlin

Voice: 215-685-5911 Fax: 215-685-5933
Email: FamilyForum@phila.gov

Recent issues of The Family Forum are archived on

<www.philly.networkofcare.org>.

Newsletter Committee: S. Anderson, N. Baker,
L. Falotico, C. Haley, J. Kresloff, B. Lennon, MJ. Lovett,
J. Nieves, J. Orlin, O. McMullen, E. Pacheco,
R. Proodian, M. Roche, C. Silvasi, M. Smith,
D. Szamatowicz

Other contributors: L. Kravitz, L. Padilla, D. Smith

Feel free to reprint articles from The Family Forum

Just give us credit. Thanks!

Individuals, Family Members, Interested Citizens, Organizations --
Let us hear from you! To register to testify, call MaryJane
DiGravio, Executive Secretary, DBH/MRS at 215-685-5460.

The Plan will be available by May 26 directly from MRS and will be
posted on <www.philly.networkofcare.org>.

Testimony also may be submitted by email to
diane.lackey@phila.gov, or send via US Mail to: Mental
Retardation Services, Attn: Diane Lackey, Planning Manager, 701
Market Street, 5th fl, Suite 5200, Philadelphia, PA 19106-1532.

Written comments will be accepted and considered for the final
Plan if received by June 14, 2006. Questions? Call Ms. Lackey at
215-685-5994.

Notice of Public Hearing on the Annual Plan for Supports and Services

for People with Mental Retardation Fiscal Year 2007-2008

Monday, June 12
9 am to 12:30 pm

Department of
Behavioral Health and
Mental Retardation

Services (DBH/MRS)

1101 Market Street,
7th floor

Call for New Registrations & Customer Service
215-685-4MRS (4677)
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SPOTLIGHT ON
C A M P S

It’s that time of year again! Spring has sprung,

and many people’s thoughts turn to summer camp!

For many years, Family Forum has included a long

list of individual summer camps. However, this year,

for a variety of reasons, Family Forum instead will

provide “camp resources,” including website

directories and/or telephone numbers, and a brief

list of camps. We’ll also share information about

certain changes in the service system (Service

Definitions, reimbursement, and the Services and

Supports Directory (SSD) in particular), the role of

the Supports Coordinator, and other helpful

information.

As in other aspects of planning for an

individual’s supports and services, the process for

planning for camp should begin with your Supports

Coordinator (SC). Your SC will help you to

understand the process of including camp in the

Individual Support Plan (ISP), by explaining the new

Service Definitions and assuring that services

involving camp are included in the ISP before

attendance at camp begins. Having camp services

noted in the ISP is important because whether an

individual is in the Consolidated or P/FDS waiver,

or receives Base or FDSS funding, the service and

funding for the service must be approved and

authorized prior to attending camp. Also, “vacation”

is no longer a type of funded service, but attendance

at camp may meet the Service Definition for respite

or habilitation/support services. Your SC will help

you with noting this service in the ISP. In addition,

under the new Service Definitions, funding will not

pay for entrance fees or tickets, or for “outings.”

There are other reimbursement restrictions as well;

you should refer to the Service Definitions and talk

to your SC.

For those who

receive their

services and

supports through

the waiver

(P/FDSW and Consolidated), only those camps

listed in the SSD, or on the approved Vendor List,

are eligible for reimbursement. This means the

camp offers an eligible service, has an approved

rate, and has met the required accreditations. As of

this writing, those approved camps include:

¤ Brian’s House

¤ Carousel Farms

¤ Devereux

¤ Eagle Springs

¤ Easter Seals of Southeastern PA

¤ LKI Group -- Help Source

¤ PDDC

¤ PEP

¤ Special Vacations

¤ SPIN

If you know of a camp that is not currently in

either the SSD or Vendor List, please encourage the

Camp Director to contact your Supports

Coordination Organization (SCO) to find out how

the camp might be enrolled.

The American Camping Association (ACA) can

assist family members with finding a camp that is

right for you. Camps that have been accredited by

the ACA not only examine the quality of the camp

experience, but also review standards of health,

safety and hiring practices. For a free list of regional

Continued on Page 4
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summer camps, or for more information, go to

<www.aca-camps.org> or call 215-886-5385.

Check out these other camp resources!

The Philadelphia Recreation Department offers

cultural, sports and other camps, including day

camps, at 150 sites throughout the City. For more

information, call 215-683-3650, or visit

<www.phila.gov/recreation>, and click on camps.

Visit Philly S.O.S. Click on search by keyword,

enter “camps” for a list of local camp options.

<www.phillysos.org>

For overnight camps, contact the National Camp

Association, 800-966-CAMP, or

<www.summercamp.org>.

For a free email list of summer camps and

schools for children with learning disabilities, email

vschultz@ldaamerica.org, or visit <ldaamerica.org>.

Camping
Continued from Page 3

“Changes” Discussed at

Community Meetings

MRS participated in six community meetings

during March to discuss changes in the community

mental retardation service system. The meetings

were held at each of the four Supports Coordination

Organizations, PDDC, and parent support groups.

Kathy Sykes, Director of MRS, and Larry Pace,

Director of Operations, highlighted current and

future changes and responded to questions of

concern to the audience. Kathy and Larry presented

an overview of the changes, including the Center for

Medicare and Medicaid (CMS) requirements for

Pennsylvania to make these changes, and a brief

history of how the service system has evolved. In

response to the mandate for change, the

Commonwealth Office of Mental Retardation

(OMR) convened stakeholder workgroups to

develop standardized, statewide processes to

address specific issues, while working to preserve

the core values of “Everyday Lives.” The six

workgroups, comprised of consumers, family

members, providers, county representatives, and

OMR staff, focused on rate-setting, service

definitions, provider qualifications, needs

assessment, service review and dispute resolution,

and county contracts.

Audiences came prepared with lots of questions!

These included questions about when the impact of

the changes will begin; concern about a potential

loss of current service if these changes are enacted;

choosing a service provider in the ‘new system;’ and

questions about the lack of money to address the

increased needs for services and support that many

families and consumers are facing. There also were

expressions of positive support for what appears to

be increased accountability and opportunities for

being able to make choices from among providers

of service and recognizing the compatibility that

needs to exist between consumers and service

providers.

Kathy and Larry reinforced the importance of

having an updated PUNS form for personal

planning, as well as to assure that MRS can

document people’s needs and present accurate

projections to the state for budget purposes.

Additionally, they discussed the importance of

thinking about how individuals and families use

services, since now all services must be included in

the Individual Support Plan (ISP). Providers of

service will only be able to bill for actual units of

services provided.

The Family Forum will provide updates as new

information about “changes” in the system becomes

available. If you or someone you know would like

to have a question about impending changes

answered in The Family Forum, please email

jeffrey.orlin@phila.gov, or call 215-685-5911.
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Debbie Robinson Adds

Another Title

By Marianne Roche, MRS

For over 20 years, Debbie Robinson has been a

well-known and respected self advocate and

champion of rights and opportunities for all people

with disabilities. As a member of the National

Council on Disabilities during the Clinton

administration, as Chair of the Campaign for

Freedom, and as an articulate spokesperson for

people with disabilities who have been victims of

crime, (to name a few positions that she has held)

Debbie Robinson has been a strong and

compassionate voice for people who need a voice.

In January, 2006, Debbie added to her many

accomplishments and will

raise her voice in a more

visible way by becoming the

first self advocate in

Pennsylvania to become the

Executive Director of

Speaking for Ourselves. In

her typical and humble way,

Debbie described her

feelings when she was asked

to accept the position. “I

was speechless,” she said,

“and I am honored that this

position was offered to me.”

In its literature, Speaking

for Ourselves is described as

an independent grassroots,

self-help/self-advocacy

organization run by and for people with

developmental disabilities. The major purpose of

Speaking for Ourselves is to help the members run

their own organization, develop leadership skills

through real life experiences, learn to work together

collectively to address their own issues, and increase

their own self-sufficiency and independence.

Following this mission, Debbie clearly articulates

her goals for her tenure as Executive Director. Her

initial interest is to mold and create Leaders in the

self advocacy movement. Debbie draws on her

friendship and the mentorship that she received

from Roland Johnson, a former and now deceased

charismatic leader within Speaking For Ourselves,

who spoke out loudly about the benefit of self

advocates being ‘in charge’ of their lives and the

importance of closing all institutions. “Roland

believed that people with disabilities have to make

others understand that they have competence, and

he inspired me to lead on!” Debbie said.

Additionally Debbie would like to expand the

volunteer base of the organization. “This is all

teamwork,” she said, “and with hard work and team

spirit, Speaking for Ourselves can

grow.” Debbie wants to recruit many

new members to the organization.

She believes that there are many

people throughout Pennsylvania who

would join if they knew about

Speaking for Ourselves. One way of

developing new members, she hopes,

will be through the Self

Determination Freedom March in

June 2006 and a Statewide

Conference in October 2006.

Debbie hopes to enlist the

support of many more interested self

advocates and others to teach the

public about the wishes, desires, and

possibilities that people with

disabilities have. “People deserve to

be running their own lives and need to ask other

people how to support them. It is only fair.”

For further information about Speaking for
Ourselves, call 610-825-4592, or visit the
website, <www.speaking.org.>

Seems like all Execs live on the
telephone ... this new Exec
being no exception.
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individuals to find a meaningful job in competitive

employment. Beth Mount, known for her work with

Personal Futures Planning, was the facilitator for

teams in the project. She led Deborah’s team

through a series of exercises designed to

individualize the “discovery” process, which is how

the team began to more fully

understand Deborah’s needs

and desires and to refine its

support of Deborah. Other

members of the team include

Ieshia Howe, Kencrest

Employment Specialist, and

Todd Handler, MRS Program

Analyst. The exercises helped

the team to address what

Deborah wanted to change in

her life; her hopes and dreams,

relationships with friends,

family and staff, community

connections, what motivates

and energizes her, and what

bores or upsets her! This process of discovery is

very important, because the better you know the

individual, the better you can individualize

employment supports, and learn about the other

things that are important to the individual.

Currently, Deborah works for KenCrest, cleaning

a particular house five days a week. She has had this

job since 1994. In 2004, she received her “10 Year

Employment Award,” along with a gift and cash

bonus! However, Deborah wanted a second job; one

of the reasons she got involved in the Transition

Project was to help her get an additional job. She

made it clear to her support team that she didn’t

want to leave her present job, she just wanted more

work so she could make more money. Deborah also

said that she would like to have a buddy, or a friend

to hang out with, beyond the staff and her family,

who have been so supportive. Using the information

gathered during the project’s discovery exercises,

each team member developed specific tasks to do

with Deborah—all designed to help her find the

additional work she seeks and to increase her

opportunities to meet new people.

Like everyone’s, Deborah’s life is a

work-in-progress. The team to committed to refine

its support of Deborah. Our work isn’t finished; we

have learned much from Deborah

and from participating in this

project.

Here are some key aspects of

Personal Futures Planning:

¤ Planning must be centered around

the person.

¤ Think “outside the box.” Be open

to anything.

¤ Need consistent, committed

involvement by all, including

professionals.

¤ Delegate tasks. No one can do it

all.

¤ Don’t be afraid to take chances.

¤ Follow through on promises, commitments.

¤ Don’t let barriers discourage you.

¤ Maintain a good sense of humor.

¤ Have good communication with the team.

¤ Have a positive attitude.

¤ Use active listening. Allows for openness to learn

from others.

The process can be hard, but it’s worth it and

rewarding! Deborah has embraced the process, just

as she has embraced all the opportunities her new

life is offering her.

For more information about Lifesharing,
email FamilyForum@phila.gov,

or call Jeffrey Orlin at 215-685-5911.

Happiness through Lifesharing
Continued from Page 1

Deborah Wilson actively takes
part in her personal futures
planning.
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Keith VanDeventer’s

Many Hats!

“I like my job. I like to

cash my check!” Keith

VanDeventer is talking

about his current job at

ShopRite, but that is just

one of the many jobs Keith

has held over the years.

After graduating from the

Muhr Training School at age

21 (Keith is now 49), he

worked as a collator at

Lippincott. After receiving

janitorial training, he worked

at driver’s license renewal

offices. Then, he worked as a bagger at Thriftway,

but was let go during downsizing. At the time, Keith

was supported by COMHAR, and they provided

him a job coach who supported Keith to work at

Acme Markets. He worked as a bagger for twelve

years, until the two stores closest to his home

closed. Keith’s father, Donald, had an idea for Keith

to check out employment options at ShopRite.

“Nothing ventured, nothing gained,” said Don. Sure

enough, Keith got hired at ShopRite about a year

ago. His supervisor says that Keith is a good worker

and is well liked by fellow employees and the

customers. He works both as a bagger and restocks

shelves. Sometimes Keith takes the bus to and from

work, and sometimes his dad takes him. When dad

says “I’ll pick you up later,” Keith always responds,

“Is that a promise or a threat!” Keith works four

Making Employment Happen

Featuring YOUR Success Stories

days each week and likes to

relax at home when he’s not

working.

Keith also attends the

Union Tabernacle Presbyterian

Church with his mom, Jean,

and Dad. Keith has so many

jobs at the church that his

parents have been told they can

go away for the weekend, but

Keith has to be there!

Keith currently is supported

by PersonLink. He has received

training from PARC and

Orleans Technical Institute.

His parents are thankful for everyone who has

supported Keith through the years.

Your picture and your employment
success story could be on this page!
Submit your story to Family Forum now.
Contact info on Page 2.

Keith VanDeventer’s a pro at
bagging groceries. You won’t
catch him putting the tomatoes
on the bottom!

Editor’s Note: In the last issue of Family
Forum, we highlighted the employment
success story of Janet Matter.
Inadvertently, it was not noted that
Janet’s residential services are provided
by PATH, Inc. As the story said, Janet
moved in emergency circumstances,
and, with PATH’s support, Janet not
only made a smooth transition to her
community home, she is thriving!
Residential providers play an essential
role in supporting people to secure and
maintain a job in the community.
Realizing employment outcomes for
people, and creating a ‘culture of
employment,’ requires collaboration and
partnership among all stakeholders, and
residential providers are a critical
component in supporting employment as
a key aspect of an everyday life.
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June 30 Extension for Those

“Passively Enrolled”

If you were passively enrolled in a

Medicare HMO, you should know that the

Pennsylvania Health Law Project (PHLP),

Community Legal Services of Philadelphia,

and the Center for Medicare Advocacy has filed a

lawsuit (Erb v. McClellan) against the Centers for

Medicare and Medicaid Services (CMS) regarding

Medicare Part D and enrollment issues. A verbal

settlement on behalf of over 110,000 individuals

with Medicare and Medicaid who were passively

enrolled in a Medicare HMO has been reached.

If you were one of those people who were

passively enrolled, an extension of the transition

period until June 30, 2006, has been granted.

During the extension, you can continue to see

out-of-network providers and not have to obtain

referrals or prior authorizations and can continue to

obtain off-formulary drugs you were taking before

January 1 without prior authorizations. However,

ALL passively enrolled individuals need to make a

decision by June 30 about whether to stay in the

HMO or to disenroll. Free assistance in picking the

right plan is available through the State’s APPRISE

program at 800-783-7067.

All problems should be reported to the

Pennsylvania Health Law Project 800-274-3258, or

Community Legal Services at 215-227-2400 ext.

2418, so that they can be conveyed to CMS for

monitoring and enforcement. You can also visit

<www.phlp.org> for information about the

settlement.

Having Problems With Medicare Part D

Prescription Drug Coverage?

Here are some Solutions.

Person doesn’t know which Part D plan

they are in. Solution: call 800-Medicare, or go

to <www.medicare.gov/default.asp> and

enter info in Plan Finder.

Person did not receive a Medicare Part D card.

Solution: Person should call their Part D plan. If

person has their confirmation letter, pharmacist can

use that information.

Person wants to enroll in Medicare Part D plan.

Solution: Call 800 Medicare, or go to

<www.medicare.gov> and enroll through Plan

Finder.

Person’s non-pharmacy provider won’t honor

their Medicare card, and they’re not in an HMO.

Solution: Call 800-Medicare.

Person’s non-pharmacy provider won’t honor

their Access card. Solution: Call the County

Assistance Office (CAO) for the name of another

provider who may serve them.

Person is MA eligible, but efforts to get approval

from Medicare have been exhausted. Solution:

Pharmacist may bill MA for a 5 day emergency

supply by going to <www.dpw.state.pa.us/Family/

MedicarePartD> and use “Submitting for

Reimbursement of Emergency Supply of Part D

Drugs” link, or person can print them out and fax

them to the pharmacist.

Other Useful Telephone Numbers

¤ Philadelphia Coordinated Health Care (PCHC) -

Health Care Technical Assistant, 215-546-0300.

¤ For accessing Medicaid prescriptions, dental

services, incontinence briefs - MA Call Center

866-542-3015.

¤ For Keystone 65 Complete Plan - case

management intake 800-313-8628, and ask for a

special needs case manager.

¤ For Health Partners Senior Silver Plan - Leah

French, Special Needs Coordinator,

215-991-4378.

¤ For Medicare assigned plans - 800 Medicare, or

the Center for Medicare and Medicaid Services

(CMS) at 866-334-9994.
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DID YOU KNOW?

� Hygienic Equipment – Independent
Support Systems provides hygienic
equipment including portable bidets that can
be easily attached to a toilet. Personal
cleanliness is made easier for both the user
and the assistant. Call Chris Saulino,
610-834-2967, or visit <www.independentsupport.org>.

� Equipo para higiene personal “Independent Support
Systems” provee equipo para higiene personal incluyendo
“bidet” portables que pueden fácilmente ser adheridos a un
inodoro. La limpieza personal se facilita para ambos, el
usuario y su asistente. Llame a Saulino, 610-834-2967, o
visite <www.independentsupport.org>.

� Philly Tours – The <www.PhillyTours.us> website offers a
variety of tours to the great sights of Philadelphia. One option
is a 24 or 48-hour Philadelphia City Tour by Trolley ticket for
18 different stops. Toll free 888-478-1479

� Recorridos turísticos en Filadelfia- el sitio en la
Internet-<www.PhillyTours.us>ofrece una variedad de
recorridos turísticos de los grandes lugares de Filadelfia. Una
opción es 24 o 48 horas de recorridos a través de “Trolley
ticket” por 18 diferentes lugares. Llame gratis al siguiente
número de teléfono 888-478-1479.

� Parents Have Proof Burden – The Supreme Court has
ruled in Schaffer v Weast, 04-698, that parents who demand
better special education programs for their children have the
burden of proof in the challenges. Retiring Justice Sandra Day
O’Conner, writing for the 6-2 court, said that when parents
challenge a program they have the burden in an
administrative hearing of showing that the program is
insufficient. If schools bring a complaint, the burden rests with
them, O’Conner wrote. The case can be found at
<www.supremecourtus.gov>.

� “Los padres tienen la responsabilidad de demostrar” La
Corte Suprema decidió en el caso” Schaffer v Weast, 04-698”
que los padres que demandan por mejores programas de

educación especial para sus hijos tienen la
responsabilidad de demostrar el reto. La juez
saliente Sandra Day O’Conner, escribiendo
para la decisión 6 a 2 de la corte, dice que
cuando los padres retan el programa, ellos
tienen la responsabilidad en una vista
administrativa de demostrar que el programa

es insuficiente. Si la escuela es la que lleva la queja entonces
la responsabilidad recae en ellos. Pueden encontrar detalles
del caso en el siguiente sitio de la Internet
<www.supremecourtus.gov>.

� Parents’ Guide – APRAIS, a coalition of disability-related
groups, including TASH and The Arc, has created a
publication “In the Name of Treatment: A Parent’s Guide to
Protecting Your Child from the Use of Restraint, Aversive
Interventions, and Seclusion.” For a copy call The Federation
of Families for Children’s Mental Health, 703-684-7710 (VA),
or visit <www.ffcmh.org>.

� Guía para padres- “APRAIS”, una coalición de grupos de
impedimentos relacionados, incluyendo “TASH y The Arc”,
ha creado una publicación “In the Name of Treatment” Una
guía para padres para proteger a su hijo del uso de
restricción física, intervenciones desagradables y aislamiento.
Para obtener una copia llame a: “The Federation of Families
for Children’s Mental Health, 703-684-7710 (VA), o visite
<www.ffcmh.org>.

� ADA Resource – The Federal Justice Department has
created an interactive web-based online course, “Reaching
Out to Customers with Disabilities,” that is designed to
educate small business owners about their obligations to, and
the benefits of serving, customers with disabilities. Visit
<www.ada.gov>, or call the ADA Information Line at
800-514-0301.

� Recursos ADA- el Departamento de Justicia federal ha
creado un curso interactivo en la Internet “Reaching Out to

Any websites noted in The Family Forum are provided for your information and are not rated or reviewed.
We welcome your input about useful sites you have visited. Email FamilyForum@phila.gov.

Continued on Page 10
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Customers with Disabilities”. Está diseZado para educa a
dueZos de pequeZos negocios acerca de sus obligaciones y
beneficios al servir clientes con impedimentos. Visite el sitio
en la Internet <www.ada.gov>, o llame a la línea de
información de ‘ADA” 800-514-0301.

� Pediatric Dentists – On the St. Christopher’s Hospital for
Children’s website – <www.cap4kids.org> – under “parenting
resources” there is a list of dentists, compiled by PCCY, who
accept pediatric patients with Medicaid funding. Call
215-523-6601 for a copy of the list if you do not have web
access.

� Dentistas pediátricos-en la página de la Internet del
hospital de NiZos “St. Christopher’s” <www.cap4kids.org> —
bajo la sección “parenting resources” hay una lista de
dentistas, recopilada por “PCCY,” quiénes aceptan pacientes
pediátricos con los fondos del “Medicaid.” Si usted no tiene
acceso a la Internet puede llamar al 215 523 6601 para una
copia de la lista.

� The Pennsylvania Office of Mental Retardation (OMR) is
publishing an on-line newsletter. It contains information about
what OMR is doing on the state-wide level. To read it on-line,
go to <www.dpw.state.pa.us> and choose “Services for
Pennsylvanians with Disabilities” and then “Mental
Retardation Services.” OMR’s customer service number is
888-565-9435.

� La Oficina de Retardación Mental de Pennsylvania OMR
está publicando un boletín informativo en la Internet. Este
contiene información acerca de lo que esta oficina está
haciendo a nivel de todo el estado. Para accesar el boletín
informativo busque en la siguiente dirección
<www.dpw.state.pa.us> y escoja el siguiente tema “Services
for Pennsylvanians with Disabilities” y luego seleccione el
siguiente tema “Mental Retardation Services.” El número
telefónico del servicio al cliente de la oficina de retardación
mental es 888-565-9435

� Philadelphia Museum of Art� Join “accessible programs”
workshops at the Philadelphia Museum of Art. Groups are

Did You Know?
Coninued from Page 10

encouraged to be part of the accessible programs for tours
and artistic hands-on experiences. All disabilities are
welcomed. Call 215-684-7601 for information.

� Museo de Arte de Filadelfia- Únase a los talleres de
“programas accesibles”en el Museo de Arte de Filadelfia. Se
recomienda a los grupos a pertenecer a los programas
accesibles para recorridos y hacer circular experiencias
artísticas. Personas con todo tipo de impedimentos son
bienvenidas. Para información favor de llamar al
215-684-7601.

� Easy Access Clothing – is a resource for clothing for all
ages and special needs, designed to assist individuals in
maintaining independence and dignity. Modifications are
discreet. Visit the on-line catalog at
<www.professionalfit.com> or call 800-422-2348.

� Ropa de fácil acceso. Es un recurso para obtener ropa
para todas las edades y necesidades especiales, diseZada
para asistir individuos a mantener independencia y dignidad.
Las modificaciones son discretas. Puede ver el catálogo en
la siguiente dirección de Internet<www.professionalfit.com> o
llame all 800-422-2348.su.

Thanks to Emilio Pacheco for
the Spanish translation.

Ready, Set ... Vote!

Are you registered to vote for the
Primary Election on May 16? If
you’re not, it’s too late for the May
Primary, but you’ve got until
October 10 to register for the
November 7 General Election.

The last day to apply for an absentee
ballot is October 31 and the ballot
must be received by November 3.

Go to the Voter Registration Office
at Riverview Place, 5th floor, 520 N.
Delaware Avenue. The telephone
number is 215-686-1500, or visit
<www.phillyelection.com>.
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Direct support

professionals are

the ones you rely on

to assist you through your day. They are the ones

who are helping you to become involved in activities

in your neighborhood and the larger community life

of your city. They help you grow. They are your

Points of Transformation. The Sixth Annual Points

of Transformation Awards is a day to

honor the people in those incredibly

important supporting roles.

Coordinator for the Public Awareness

Committee Judy Kresloff, and Co-Chairs

of the Program Committee Norman

Baker and Ken Oakes started off the

morning on March 31, 2006. Chair of the

Awards Nominating Committee Lynne

Youngman added her appreciation as a

parent to the people “who are the

bedrock of the system.”

Kathy Sykes, MRS Director, said that Direct Support

Professionals “deserve an enormous amount of credit

and respect.” Referencing the guidebook, “Make A

Difference,” she called them “everyday heros.” [available

from www.inclusion.com] Dignitaries Dr. Arthur C.

Evans, Jr., Director of the Department of Behavioral

Health and Mental Retardation Services, and Kevin

Casey, Deputy Secretary for the Pennsylvania Office of

Mental Retardation, also offered their thanks and

support. Mr. Casey added that the Commonwealth

recognizes the problem of low wages and benefits and

will work hard to resolve the issue.

A panel presentation spoke about facets of the day’s

theme, “Bringing Employment Home: The People Who

Make It Work.” Dr. Michael McAllister, Director of

Networks for Training and Development, got the show

going by introducing Dr. Al Brown, Executive Director

of St. John’s Community Services, who stressed the

importance of identifying quality applicants and then

supporting those employees. St. John’s Job Coach Ra’vel

Hutchinson told the audience how important it was to be

an advocate and to go into the job “with your heart.”

Florence Williams, a Direct Support Professional with

SPIN, echoed Mr. Hutchinson’s remarks about loving

the work as “it isn’t an easy field to be in.”

George Calloway, Senior Clerical Specialist at

Networks, wowed the crowd with a

prepared speech, expertly delivered with

sincerity and humor. Mr. Calloway gave

credit to the many job coaches he has had to

help him grow in his job. Parent Maureen

Gemmell talked about the ever-present

challenges facing a family and credited

Direct Support Professionals with their

son’s success, also supporting

Mr. Calloway’s thoughts.

As usual, Lorraine Ballard Morrill, Director

of Clear Channel Communications, was the

Mistress of Ceremonies. Speaking to the Direct

Support Professionals, she said, “Everything

that you do is greater than any award. You make a difference

every day.” Ms. Morrill was assisted in presenting the

awards by Mr. Casey, Dr. Evans, and Ms. Sykes.

Sixth Annual Points of Transformation

2006 AWARDS

George Calloway
expertly delivers his
speech to an
attentive audience.

Arlyne Craig,
Lifesharing Partner,
Elwyn

Nominated by
Dianna Blakely, Elwyn

For twelve years, Mrs. Craig has

built a family environment by being

a “Family Living Provider” to Jody

and Robert. They are lovely,

intelligent individuals who’ve been through some very

rough times, but have found Mrs. Craig’s household to

be a place of security and strength. Calling Mrs. Craig,
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“Mom,” Jody and Robert enjoy

all aspects of family living. Robert

says, “I’m free,” … comfortable

in his own home. Jody says, “I now have a family,” …

people who respect him and don’t judge him. They are

family! They travel together, laugh and cry together.

Mrs. Craig must be credited for her unselfishness and desire

to show that people of different backgrounds can live

together as family!

Mrs. Craig supports Robert and Jody to be active in

their neighborhood. They attend church each week, and

are regulars at the local 7-11. They are excellent hosts for

parties and cookouts, and are proud to be courteous and

well mannered! Jody currently is employed, and they both

volunteer at a hospice program. Mrs. Craig encourages

them to exercise choice in their everyday lives. Jody

wanted his own apartment. After he moved, and realized

he wasn’t ready, she welcomed him back with open arms.

She encourages them to dream, and to talk about their

dreams so they can work on making them come true.

Arlyne Craig continued

Pierre Severe, (with “E.T.”), Abby
Spaeth, Cornelia “Neil” Allen, Direct
Support Professionals, CareLink

Nominated by
Georgia “GeeGee” Smith, Supervisor

Corneila “Neil” Allen, Pierre Severe, and Abby

Spaeth are part of a team of direct support professionals

supporting “E.T.,” who had never worked, but now has

worked for 18 months at TGI Fridays. The team

supported him to fill out applications and go on

interviews for over a year. They listened to E.T. describe

his desires and dreams, and collaborated with team

members. Proudly, and with clear affection, Abby, Pierre,

and Neil introduced E.T. to the community. As a result,

E.T. has been met with support and friendliness, instead

of rejection. They supported E.T. to become an active

member of his community: he has a girlfriend, attends

church, votes, and enjoys recreation activities. With a

special balance of firmness and compassion, they

support E.T. to understand his world so it doesn’t feel as

scary as it once did. Soon, staffing will be reduced to

one-on-one. This is a major success for E.T., once

described by a psychiatrist as “needing to be locked up

for the rest of his life!”

Abby, Pierre, and Neil teach the community, by

example, that people with challenges can be productive

and positive members of society. CareLink Community

Support Services is enriched by having such dedicated

staff that pursue the highest standard of living for their

consumers. The team believes in him, and he has risen

to their high expectations. E.T. has found a level of

satisfaction in his life that was never before possible.

Selma Dallas,
Recreation Therapist,
RecCare

Nominated by Lynn
Youngman, Parent

“Ryan’s supports coordinator

suggested that RecCare provide

Ryan with opportunities to enjoy

activities of his interest without

being with his mother and father

all of the time. At first, I was

skeptical about a stranger going out with Ryan. Then Selma

Dallas entered the picture, and Ryan’s wishes and desires

became the focus,” says his mother, Lynn Youngman.

Ryan and Selma have a variety of activities: plays,

music in the park, Heinz Wildlife Center, classical music

at Rittenhouse Square, Ben Franklin celebrations, Martin

Luther King ceremonies, Kixx games, and they go out

for ice cream. When Selma arrives at the door, Ryan

sometimes takes her hand and pushes her back down the

steps and into the car. This clearly communicates his

anticipation and excitement! Ryan also is starting to

communicate with his family and is reaching out to

others around him. The possibility of customized

employment in Ryan’s future is now being discussed.
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“We did not believe this was

possible, and were told it wasn’t. I

witnessed Ryan’s growth as a vibrant young man, an

individual with his own tastes and wants, an individual

with so much more potential than he has been given credit

for by many. Now, Ryan is on the path to a life of

individual choice, quality, and fulfillment, of potential

recognized and realized. I have Selma to thank for all of

this,” says Lynn.

Selma Dallas Continued

Christina Dillon, Job
Coach, PATH

Nominated by Janet
Cooper and Joanna Huhn,
Supervisors, PATH; Maria

DiMartino, Supervisor,
and Frank Michael Carelli,
Clerk, Municipal Court; Bill

and Joan Engle, and Bill, Jr.

“Have you ever met an

angel?” asks Bill Sr. and Joan

Engle? Christina Dillon

supports Bill Jr. at his job, and Bill says she always knows

just when to visit him at his job! He looks up from his

work and finds Christina smiling at him! He smiles back

and knows she has come to make sure he’s happy in work

and can do his job.

Christina helps Bill’s coworkers find ways to help him

to be the best worker he can be. She helps them to

understand Bill, who is unable to speak words. He has

worked there for 19 years and his parents believe that

Bill’s “angel” is the reason why. Ms. Engle says that,

“Everybody needs to be needed and happy with what

they do and who they are. Christina Dillon makes him

feel that way about himself.”

Christina’s supervisors say she takes the time to get to

know the people she supports, so they may obtain their

“dream job,” not just any job. She’s an excellent listener

and a strong advocate. Christina believes that in order to

fully know and understand an individual, you need to

build strong, caring relationships, not only with the

person, but with family, friends, and team members. She

teaches by example how to build natural supports with

people, including coworkers. Christina supports people

to fight for what they believe in and to pursue what they

want out of life.

Fernando Galindez,
Direct Support
Professional, PATH

Nominated by Keiyana
Scott, Supervisor

Fernando Galindez works

hard to make sure the people

he supports are part of their

community. For example, Fernando introduced Jason, a

man who lives in a house supported by PATH, to the

neighborhood barber and the other guys at the shop.

Jason enjoyed the friendly atmosphere at the

barbershop. Although he communicates non-verbally,

Jason is now considered “one of the guys” and has

become a regular. Fernando and Jason take walks daily

in the neighborhood and play basketball at the local

recreation center. Neighbors often call out to both men,

by name, with a warm hello.

Fernando supports Jason so that choice is a key

element in Jason’s daily life. He decides what he eats,

what clothing he wears, where they go on their walks,

what television programs they watch and, basically, what

they do each day. While supporting Jason’s

choice-making can be challenging, Fernando has

developed an excellent rapport with Jason and acts as

his intermediary when Jason needs assistance with

communication.

Fernando has a positive attitude, a pleasant

demeanor, and sees his purpose as supporting Jason,

whether at home or in the community. He does it in

such a way that others have learned about Jason’s

capabilities, despite what were thought to be his

limitations. Fernando has supported Jason to embrace

many aspects of a full life in the community.

Direct Support Professionals

are Everyday Heros

Congratulations to all the 2006
Points of Transformation

Awards winners and continuing thanks
to every Direct Support Professional
each and every day.
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Jennifer Zulli, Supports Coordinator,
Partnership for Community Supports

Nominated by Ruth Fell, Supervisor, and
Mary Curcio, mother of Michael Curcio

Jennifer Zulli

is the 2006

recipient of the

Hal Prushan

Award (pictured

with Mr. and

Mrs. Prushan),

named in

memory of the

Prushans’ son, a

former Supports

Coordinator at

MRS. A tireless

advocate for the people she serves, she believes the

individual’s happiness and fulfillment is most important.

She always includes individuals in their planning meetings

and monitorings. She learns their interests and desires,

and goes after them!

One individual Jennifer supported was Michael

Curcio, who lived with his widowed mother, Mary. After

being diagnosed with Alzheimer’s disease, Michael could

no longer attend his day services at PEP. Unfortunately,

he wasn’t old enough to attend a typical program for

those with Alzheimer’s. His only option appeared to be

to stay at home, regressing. When Jennifer found out

Michael always loved to paint, she made arrangements for

the RHD Oasis art therapy program to see Michael a few

times each week. They provided stimulation through art

and worked with him on communication and motor

skills. His mother says that, “Michael’s happiest moments

were spent sitting at the kitchen table painting, with a

huge smile on his face, humming to Pavarotti.” The last

painting he did was for Jennifer, because that was what he

wanted. Everyone in the family received a framed

painting of Michael’s, as a tangible reminder of him.

“Watching his happiness while he painted during the last

part of his life was priceless to me,” said Mary. “All of

this was made possible by Jennifer, and I will be forever

grateful to her for her compassion, patience, and

understanding of Michael’s needs, and mine. I can’t think

of anyone more deserving of recognition than Jennifer.”

Shirley Ghee, Direct Support
Professional, KenCCID

Nominated by Joan Hecht, Friend; Sandra
Kosmin, Family Member; Maku Warrakah-Ali,

Executive Director, Mary Kate Parson,
Supervisor, Yolanda Brownlee, Coworker,

KenCCID, and Pat Wray, Director of
Employment, SPIN

Shirley Ghee has

supported Joe Kosmin for

five years. She is lauded for

her ability to bring together

providers in ways that support

people’s quality of life! Pat

Wray, of SPIN, who helps

support Joe in his

employment, says it was

Shirley’s warmth and

professional commitment to

provide quality supports that helped form a meaningful

support team for Joe. She’s been instrumental in

improving communication and understanding of Joe’s

needs and desires among his service providers and

others. For Shirley, everything is teamwork, and she is a

leader!

Shirley practices the values of choice, respect, dignity,

and community participation. She has become a mentor

to her peers and now trains all DSPs in the community

home. Mr. Kosmin’s sister, Sandra, said, “Ms. Ghee has

undoubtedly influenced my brother positively. She has

been very persistent and conscientious about guiding

him … he has become much more able to talk about

himself, his preferences, and his feelings. I think Joe is

much more connected with the community due to her

work on his behalf.” Shirley helps everyone she supports

to forge relationships with their neighbors. Shirley plans to

retire soon, but we hope she remains a part of the lives of

the people who have come to know and love her.

The best angle from which to

approach any problem is the

try-angle.

~Author Unknown
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Wayne Hobson,
Direct Support
Professional, SPIN

Nominated by Judy
Dotzman, Supervisor, SPIN

Twelve years! That’s how

long Wayne Hobson has spent

getting to know Ron and his

housemates! In those years,

Wayne has helped the gentlemen to realize the dreams

that are important to them – spending time with their

mothers, going to church, vacation, working, making

friends, and being respected in their neighborhoods.

This passion and belief in each person’s possibilities

has enabled Wayne to grow professionally. Wayne has

been actively involved in the Leadership Opportunities

Program at SPIN. As a Strength Development Peer,

Wayne has supported many new employees to develop

skills and competencies essential to the success of a

Direct Support Professional. His leadership abilities are

recognized even nationally! In the University of

Minnesota’s Department on Community Integration’s

short video called, “Careers Chosen Wisely,” Wayne tells

his personal story about his relationship with Richard,

another individual he has supported, and his reasons for

staying in this career. In November 2005, Wayne testified

before the Pennsylvania House of Representatives Health

and Human Services Committee, concerning the COLA

(cost of living adjustment) legislation. What an impact

Wayne had and what an inspiration he is!

Ra’vel Hutchinson,
Employment
Specialist, St.
John’s Community
Services
Nominated by Dr. Albert

Brown, Director,
St. John’s Community

Services

Imagine getting a raise!

Now imagine getting two! Richard has received two

raises thanks to the support he has received from Ra’vel

Hutchinson! As his Employment Specialist, Ra’vel took

Richard’s job interests seriously. Richard wanted to work

in a food services job, and Ra’vel supported Richard to

become the best employee he could be.

While encouraging Richard to become more

independent in the work place and interact positively

with his supervisor and fellow employees, Richard was

learning the skills of the job. To succeed on the job, it

was essential for his community home support staff to

help Richard to be prepared for his workday. A training

program was developed for the community home staff

so they could learn the best ways to support Richard to

succeed at his job.

At one point, due to financial reasons, the company

terminated Richard’s job. However, that didn’t stop

Ra’vel from intervening on Richard’s behalf. Just

because one job was discontinued, it didn’t necessarily

mean Richard couldn’t learn new skills and duties. Sure

enough, thanks to the persistence and efforts of Ra’vel

Hutchinson, Richard still works for the company …

making his employment a true success story.

Florence Williams,
Direct Support
Professional, SPIN

Nominated by Pat
Wray, Director

of Employment, SPIN

Florence Williams

believes in supporting

people in all aspects of their

life. Whether she is

supporting someone to be employed, to expand their

social circle, to find recreational activities, or to make

changes when someone isn’t getting the support they

need, she believes in supporting each individual’s

physical and emotional health. Florence fosters an

environment where it is natural to exercise choice. She

also encourages people to expect quality from their

services and supports.

She supported Don to work through transportation

challenges and to request more hours at his job. Now,

Don has increased confidence to speak with his manager.

She supported Kenny to change his employment support

services to gain more one-on-one attention, and now he

is successfully employed. She has supported two men
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Quality:

It’s Everyone’s Business!!

MRS sponsored the “Quality: It’s Everyone’s

Business” conference on March 24. Valerie J.

Bradley, M.A. was the Keynote Speaker.

Ms. Bradley is the President of both the Human

Services Research Institute and the American

Association on Mental Retardation. More than 400

stakeholders attended, including individuals and

families, direct support professionals, providers, and

state and county staff.

Ms. Bradley has influenced policy and the

direction of mental retardation services on both a

national and state level. She has headed numerous

projects aimed at evaluating and improving the

quality of services to persons with disabilities.

The conference examined the accomplishments

of the past, including recognizing the value of an

everyday life in the community and supporting

choice; current challenges such as serving those on

waiting lists; the demands to achieve positive

outcomes and accountability; and planning for and

“imagining the future.”

As the service system changes and evolves, and

as individuals and families are increasingly

supported to have more choices, quality really is

“your business.” As Ms. Bradley said, “With new

opportunities come new responsibilities.” Knowing

what to ask when gathering information and

choosing services will be an important part of

making decisions that are right for you. Ms. Bradley

ended her presentation with these final words –

attributed to The Council on Quality and

Leadership – “The measure of quality is not the

delivery of a service or support, but rather the

results that services or supports produce for each

person.” Finding out about options, participating in

planning, and evaluating quality and satisfaction can

help you make an informed choice of supports and

services.

through their moves to family

living and helped another to

join a basketball team at

Carousel House. She supported Mitch to attend Temple

University and enroll in courses and encouraged his

participation in self-advocacy organizations.

Florence is a positive influence on everyone she

encounters, and her energy is contagious! She sees herself

as part of a team and has a knack for knowing whom to

enlist to join a team to help meet someone’s needs.

Florence is often the driving force behind a goal. She

encourages growth and choice in all areas. Florence is a

tremendous asset to SPIN and especially to those

fortunate enough to enjoy her direct support!

Florence Williams Continued

On-Line Stuff from

Temple’s Website

The Philadelphia Police Department Computer

Assisted Dispatch (CAD) Information Form is

available for download in a Word file at

<http://disabilities.temple.edu/news/docs/911.doc>.

This form is offered by the City of Philadelphia to

help respond to emergency situations involving a

person with a disability in the household. Download

the form, complete and send as

instructed. The information will be

entered in Philadelphia Police

Department’s CAD to ensure that

911 dispatchers and emergency

response personnel are aware of any

important information in an emergency situation.

The Office of Mental Retardation (OMR)

Bulletins are published by the Pennsylvania

Department of Public Welfare to broadcast protocol,

principles, procedures, and definitions related to

serving people with cognitive disabilities. All

Bulletins, as well as other OMR publications, can be

found on the Training Partnership website, hosted

by Temple, at <www.thetrainingpartnership.org/

resources>.
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At <www.cap4kids.org/philadelphia>, under

Parent Handouts, “Legal Services,” you will find links

to many legal services that help women and children and

people with disabilities. This site also has many other

Philadelphia resources and is a good site to bookmark. It is

maintained by St. Christopher’s Hospital for Children.

Parenting Ideas from Adults with Disabilities

Most parents of children with disabilities lack personal
experience with adults with disabilities. Hearing from
people who have lived the disability experience can
provide all parents with essential information about the
possibilities for their children. Reflections from a
Different Journey: What Adults with Disabilities Wish
All Parents Knew (McGraw-Hill, 2004), edited by
Stanley D. Klein, Ph.D., and John D. Kemp, who also
wrote the book’s Afterword, includes forty inspiring
and realistic essays written by successful adult role
models who share what it is like to have grown up
with a disability. In preparing their essays, the authors
were asked to write about something they wished
their own parents had read or been told while they
were growing up. To read more about Reflections, or
to purchase a copy (also at bookstores), visit
<www.disabilitiesbooks.com/reflections/index.html>.

Visit WWW.KenCrest.Org

Family Forum was impressed with the KenCrest website so
we sent a reporter out to interview Craig Weber. Here’s the
interview by FF Committee member, Charles Haley:

Q: How did you and/or your team come up with a good layout? A: There
was a design team. We checked other sites for ideas. There were four on
the team.

Q: Were the website pages easy to do? A: Once the layout was done, it
was easy.

Q: Whose idea was it to include Children’s Service and Support locations
(including the Roxborough location I went to for preschool)? A: We
wanted to show all services.

The Family Forum Editor adds that the KenCrest site has a list of links to
local counties and towns that we found so interesting we used the site’s
easy bookmark feature to go back to learn more. Of course, KenCrest’s
extensive services are highlighted, as well as a calendar of events.

“The BrighterFutures Awards” secelebra en el 8 deNoviembre 2006. Si leinteresa una forma paraparticipar puedesolicitarla, llamando alSr. Julio Nieves,215-546-0300 x3387.
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Direct Service Professionals

Enjoy “Working” Lunch!

By Marianne Roche, MRS

In a unique learning experience for everyone

involved, representatives from the Pennsylvania

Office of Mental Retardation (OMR) and from

Philadelphia MRS met with a distinguished group of

Direct Support Professionals at a luncheon on

March 31, following the Points of Transformation

Awards.

The luncheon, hosted by Philadelphia MRS, was

attended by more than thirty Direct Support

Professionals—many of whom were previous

Points of Transformation Award winners— and all

of whom are highly respected, both by the service

providers they work for and the people they serve.

Its purpose was an organized opportunity to discuss

“what it takes” to be a successful and accomplished

Direct Support Professional (DSP). Attendees had

an opportunity to brainstorm the ways in whiich

DSPs promote the “Everyday Lives” of the

individuals we serve. To do this, the participants

were asked to focus on five areas that are directly

related to outcomes we all try to achieve for people

who receive services—choice, community and social

presence, competence and respect. Each DSP had

an opportunity to discuss challenges related to

achieving these outcomes, successfully overcoming

barriers, and to offer insights and ideas that could

be used by other DSPs.

The discussion, led by Dr. Michael McAllister,

Executive Director of Networks for Training and

Development, was organized so that each working

group included DSPs, and representatives from

OMR and MRS. Here are some of the generous and

heartfelt ideas that came out of the workgroups –

¤ Letting an individual know “I am with you,” and

maintaining this attitude is paramount.

¤ Encouraging people to work and earn a paycheck

is important if individuals are going to be seen ‘as

equals’ by others who do not know very much

about the capabilities of people with disabilities.

¤ DSPs who actively encourage the development of

social skills, relationships, communication and

personal safety skills are much more accomplished

and content in their work.

¤ Teaching skills is something that DSPs should

develop an interest in doing. This includes

teaching money skills and safety skills so that

people have maximum independence when they

are in the community.

¤ Good communication with the person’s family

and other members of the team is critical to

supporting positive outcomes to occur for

individuals. Making team meetings fun helps too!

¤ Listening to consumer’s preferences for things to

do and places to go is very important.

¤ DSPs who see themselves as a “Social Coach” —

encouraging good choices, exposing people to

new interests and opportunities, and providing

times for independent actions to occur – are

much more successful.

¤ DSPs who are clear that the residence is the

person’s home, also are typically more focused on

choice and issues of giving guidance, as they

foster a “can do” spirit.

Following the luncheon, Jeffrey Petraco, Bureau

Director of OMR Program Operations, commented

on how much he benefited from the day’s

discussion and how impressed he was with the

commitment of the Direct Support Professionals

who were in attendance. “This is one of the most

worthwhile days I have spent in quite a while. I am

so impressed with the honesty and caring of the

Direct Support Professionals who were here today

and can easily see why they are so admired.”

A compilation of the information presented at

the working luncheon will be available soon. Ideally,

some of the information will form the basis for

future discussions about the critical role of Direct

Support Professionals, and perhaps become a

component of future training efforts. For

information, call Marianne Roche at 215-685-5930.
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Continued on Page 20

Finding “Nursing

Pearls”– Do Your

Homework!

By Lisa A. Padilla, Advocate
Vision for Equality

(Editor’s Note: This story was submitted to Family
Forum in 2005 and held for the 2006 May/June
pre-summer issue.)

Summer is coming, and I’m calling nursing

agencies and scheduling appointments. My

twelve-year-old daughter, Santina Lia Rosario, has

Rett Syndrome and is severely intellectually

impaired. We use nursing services because Santina is

out of school during the summer and no longer

attends camp.

I was apprehensive about having a nurse home

alone with Santina. Images of potential problems

popped into my head. Although Santina and I are

very satisfied with her current nurses, I assure you

Stephen King couldn’t have created scarier scenes

than the ones I imagined!

Although most nurses are professional and

reliable, I want to tell you a few of my stories about

interviewing and working with nurses. As an

advocate for people with mental retardation, I hope

to share some good advice about how to “do your

homework” when interviewing agencies and nurses

to try to avoid some of the problems Santina and I

have had.

The first nurse I interviewed seemed warm and

professional. The first week on the job she said she

had to leave early, asking when I could leave work.

Then she called on Monday and said she “kind of”

felt sick, and probably would be sick that Friday!

After taking off Friday, she said she couldn’t work

Mondays. When I asked about the other days, it was

clear she couldn’t work much at all. I had no choice

but to fire her.

This helped show the importance of asking in

advance about which days will be difficult to work,

and if vacation time is coming. This is especially

important to me as Santina only requires in-home

nursing services in the summer. Also, even if the

agency says there aren’t any “problem days,” or

vacations, ask the nurse because sometimes I’ve

been told one thing by the agency and another by

the nurse. Depending on where they live, I think it’s

necessary to have a car, rather than rely solely on

public transportation, because arriving on time is so

important.

The second nurse was dressed unprofessionally,

in an outfit more suited for the beach. I introduced

her to Santina, and asked if she’d like a drink. She

said, “Like, do you have Pepsi? I don’t like anything

diet and forget Coke, and very little ice.” I said to

myself, “What, do I look like a restaurant?” To be

polite I interviewed her, but knew I wouldn’t hire

her. The ten minutes she was there she talked about

food. I ended the interview to both Santina’s and

my delight. She shouted a goodbye to my daughter,

but called her “Chiquita.” Why me, I thought to

myself … no, why does anyone have to put up with

unreliable and unprofessional nurses.

This made me think about what is important to

me when choosing a nurse, beyond the required

technical skills. A professional appearance is a must.

To me, it shows the nurse is serious-minded about

the job. A non-smoking nurse is important, as

“smoke breaks” take attention away from my

daughter. I need to know if the nurse is allergic to

our cats. Phone calls should be kept to a minimum,

and the TV shouldn’t be too loud.

The next interview went great! However, the

week she worked was truly memorable. She came

late, and her head was glued to her cell phone. I had

to clean up after her, and the TV was so loud it was

almost impossible to hear her when I called to

check on Santina. On her last day, Santina’s shirt

was completely wet from her juice. I asked about
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the soaked shirt. The nurse said, “Oh, I was about

to change it, once I finish this call.” That was the

last straw. I told the agency I no longer wanted her

to be Santina’s nurse. After that, my mother stayed

with Santina. I was lucky to have her help. I’m

fortunate my employers are understanding. Other

parents might lose their jobs. I think of the many

people with no one to help them who still must find

a way to go to work.

I’ve had my share of ordeals, but I must admit

I’ve been pleased with the three nurses we have

now. They arrive on time and conduct themselves

professionally, and they’re doing a wonderful job

with Santina! I’ve looked in many oysters and finally

found my pearls. As an advocate, I receive calls

about nursing. It’s difficult to depend on people to

help you with your child. Nursing is a must for

many of us; we need and deserve reliable,

competent and caring nurses, and shouldn’t settle

for less. So, “do your homework,” and the more

likely you’ll be to find your “nursing pearls.”

Contact Lisa A. Padilla at 215-923-3349 x105.

Nursing Pearls
Continued from Page 20

You Choose PCHC Training Location

Philadelphia Coordinated Health Care offers

trainings for people with developmental or

intellectual disabilities in the place of your choice:

residential provider, day services, or community

home. The trainings are conducted by Nurses and

Healthcare Technical Assistant Specialists from

PCHC.

Here are just some of the available trainings:

¤ Aging

¤ Oral hygiene

¤ High blood pressure

¤ Illness/infection control

¤ Grief & loss

¤ Tips for medical appointments

¤ Hydration

¤ At the Hospital

There are many more trainings available. To

schedule a training, or to get more information, call

PCHC at 215-546-0300, ext. 3602.

AT Expo Includes Visits to Legislators

On May 23, Pennsylvania’s Initiative on Assistive

Technology (PIAT), a program of the Institute on

Disabilities at Temple University, will be hosting an

AT Expo in the East Wing Rotunda in Harrisburg.

This is also an opportunity for

people to visit their legislators to

talk about the difference that

assistive technology makes in their

life, or the life of their family

members. In the morning, at Temple Harrisburg,

PIAT staff and their regional Assistive Technology

Resource Center staff, will be welcomed by a

member of the General Assembly (to be

announced). After, Capital Associates, a public

affairs firm working with PIAT, will brief

participants on visiting their elected officials. From

noon to 4 p.m., there will be an Expo featuring

state-supported AT programs, including PIAT,

Pennsylvania’s AT Lending Library, the PA

Telecommunications Device Distribution Program,

the Independence Capital Access Network

grant program, AgrAbility for

Pennsylvanians, and the Pennsylvania AT

Foundation (PATF). PIAT welcomes the

participation of leaders who are graduates

or current participants in the Confidence &

Competence: Partners in Policymaking (C2P2), or

any of its variations! Contact Amy Goldman,

Associate Director of Temple’s Institute on

Disabilities, piat@temple.edu, or 215-204-1356 for

more information.
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Networks for Training

215-546-4111 for Information

For all Training Activities, visit

<www.NetworksforTraining.org>

News * Advocacy

Legislation * Resources * and More

Visit <www.Philly.NetworkofCare.org>

REPEATABLES

These activites are marked on the calendar with an

asterisk. Although the items have been checked, it is best to

call before going.

Mondays

�1st Mon 6:30-9p Speaking for Ourselves, Vision for Equality, 6N

718 Arch , Bill Krebs, 267-257-0109

�1st Mon 10:30a-12:30p Quality Progressions, 125 S. 9th, 5th fl,

Susan Fellows, 267-765-2000 x110

Tuesdays

�2nd Tues 10a-12p That All May Worship (TAMW), Vision for

Equality, 718 Arch St, 6N, 215-923-3349 x137

�2nd Tues Hall-Mercer Parent/Caregivers Together, Lynn

Youngman, 215-928-0765

�2nd Tues Family Support Group NW, Verna Edwards,

215-248-4415

Wednesdays

�1st Wed Consumer/Family Advisory Committee, Partnership for

Community Supports, Mary MacAvoy, 267-350-4513

�Every Wed. free legal advice and representation on general legal

problems, Liberty Resources. Call for appt. 215-204-1800

Thursdays

�2nd Thurs 1:30p SEPTA Advisory Committee on Accessible

Transportation, 1234 Market St, 11th fl, 215-580-7145

�2nd Thurs School District Parent & Community Roundtable at

2121 Winter St, 1st fl boardroom, 215-299-3634

�3rd Thurs 9:30a-12p Phila Right to Education Task Force, The

Arc, 2350 W. Westmoreland, Cathy Roccia-Meier, 215-875-3538

�4th Thursday There’s a Place for Us (WES), Anita Wright,

215-763-0447

Fridays

�Every Fri. 1-3p, Training on Accessing Public Transportation,

Liberty Resources, for appt. call 215-204-1800, Debbie at x255

�1st Fri 6-9p First Friday Gotta Dance at PDDC, 2350 W.

Westmoreland St, Lisa Savaria, 215-229-4550 x172

�1st & 3rd Fri 7-9p Easter Seals Teen Social Club, 3975

Conshohocken Ave, Kendra Brooks 610-565-2353 x 231

�3rd Fri 1-3p Consumer Connection, Liberty Resources, 1341 N.

Delaware Ave, 215-634-2000 x320

Saturdays

�Every Sat Special Teens (13 and older) Bowling at Bristol Pike

Lanes, Croydon, Ray Zibman, 215-671-0356

�2nd Sat 1-4p Disabled In Action, American Friends Ctr., 1501

Cherry, 215-627-7255

�3rd Sat 10-2:30p Super Saturdays, PDDC, 215-229-4550

7th Employment Support Symposium:

Celebrating Our Successes!

June 8 and 9

Networks for Training and Development is

proud to announce their 7th Employment Support

Symposium, to be held June 8 and 9 at the Holiday

Inn City Line, 4100 Presidential Ave., in

Philadelphia. This year, attendees will explore the

accomplishments of the past year, and discuss

challenges for the future. Save the dates, and look

for more information on Networks’ website,

<www.networksfortraining.org>. You can call

Networks toll-free at 866-683-3651.

Outcome-Based Performance Measures

Remaining Training Sessions: May 17 & 18 at
Quality Progressions and June 6 & 7 at WES

To sign-up, call Ann Marie Campbell at

215-685-5980, or email to annmarie.campbell

@phila.gov.

Freedom March

for Real Self Determination

June 6 at 11:30 a.m. at the Hilton Harrisburg
Hotel. March from the Hilton to the Capitol

Rotunda where people will share their stories and

visit their legislators. For details, contact Speaking

for Ourselves, 610-825-4592, or info@speaking.org
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My City, My Place -- Hold the Date
November 8, 2006

Enclosed with this Issue

15th Annual Brighter Futures Awards

Nomination Form

No form? Contact Judy Kresloff at 215-685-5923, or

email FamilyForum@phila.gov to have one sent to you.

INCLUSION WORKS! Arts Contest Awards
May 19 at 10 a.m.

School District of Philadelphia

in the Atrium at 400 N. Broad Street

For Information 215-685-5923

“The Brighter Futures

Awards” se celebra en

el 8 de Noviembre

2006. Si le interesa

una forma para

participar puede

solicitarla, llamando al

Sr. Julio Nieves,

215-546-0300 x3387.


