THE DIGNITY OF RISK

What if you never got to make a mistake?

What if your money way always kept in an envelope where you couldn’t get it?

What iF you were never given a chance to do well at something?

What if you were always treated like a child?

What if your only chance to be with people different from you was with your own family?

What if the job you did was not useful?

What if you never got to make a decision?

 What if the only risky thing you could do was to act out?

What if you couldn’t go outside because the last time you went it rained?

What if you took the wrong bus once and now you can’t take another one?

What if you got into trouble and were sent away and you couldn’t come back because they always remember you’re “trouble?”

What if you worked and got paid 46 cents and hour?

What if you had to wear your winter coat when it rained because it was all you had?

What if you had no privacy?

What if you could do part of the grocery shopping, but weren’t allowed to do any because you weren’t able to do all of the shopping?

What if you spent three hours everyday just waiting?

What if you grew old and never knew adulthood?

What if you never got a change?

Anonymous

When Dealing with Decision Makers

By Margaret Lee Thompson

· Be informed. Understand what you need.

· If possible, join together with others for larger issues.

· Make sure everyone understands tasks to be done.

· Understand everyone’s self-interest.

· Only work on things your family needs.

· Divide up responsibilities.

· Break problems down to specific issues.  Work on one issue at a time.

· Understand that your are the expert for your child.

· Know who you are talking to.  Know who’s in charge.  Know chain of command.

· Clearly state:

· What you need.

· What you’ll do.

· What you’ll want them to do.

· Keep records:

· Use a paper trail.  Put everything into writing. Ask for written replies.

· Keep copies in a log.

· Carbon Copy to certain people.

· Summarize in your log: all phone and in-person conversations.

· Meet decision-makers “one on one”.  Get to know them and their self -interest.

· Understand self-interest of decision-maker.

· Understand POWER.  Don’t give away yours!  Use it for the good!

Tips for the Long Haul-Avoiding Burn –Out

By Margaret Lee Thompson

· Always put your family first

· Don’t worry about anger.  Use the energy from anger to do good.

· Work for things that will benefit your son or daughter.

· Know clearly where your position is. 

· Prioritize

· Meetings: as yourself; “What’s in it for my family?”

· Don’t let society devalue your child in your eyes.

· Don’t worry about the future.

· Look at the larger perspective rather than the daily perspective.

· Try to have some fun with advocacy.

· Enjoy the people you meet.  Parents and professionals who work with people with Developmental Disabilities are often wonderful human beings.

· Remember we are a part of social change.

Welcome To My Home….I Think

By Sharon Burleson

Hi. Welcome to my home, I think.  I mean, maybe you’re welcome, I’m not sure yet.  When I get to know you, I’ll know for sure. My child is disabled, and I need help to do all the things he needs done. So I need you.  He needs you too. Because he gets worn out and bored with me and sometimes dislikes me about as much as I dislike him (please don’t start making judgements about me-we just go started.  It’s just that I’m honest, and as much as he is the sole reason for my existence, there are times when both of us wear thin.

The agency sent you here.  I called for help, but I don’t get a choice of who comes into my home and my life.  You come at your convenience, usually between 9:00 and 3:00 Monday and Friday.  I’m on my own evenings and weekends, when my other children tug at me and want and feel slighted and offended and I feel stretched to my limit.  You call and tell me you are coming Tuesday morning.  So, I put the stack of unanswered mail and the unpaid bills in the cabinet with the cereal bowls.  Race dirty and clean clothes up and down the stairs, shove toys and unmated shoes in closets and under beds, and run the gauntlet with Fantastic to get fingerprints off everything, And then you call to tell me you have to cancel because of a meeting.  Oh sure, I understand, yes, that’s fine. Friday afternoon?  Well, I was going to try to go to the library or maybe take a nap…what?  Oh. That’s the only time you have? Well, sure, I know it’s important that you come.  And we really need the help.  Fine. Friday at 1:30.  We’ll be here.

I can’t always tell when you’re real.  But my son can.  If he responds and welcomes you, then I set aside my needs and cares and let you have everything I have, including my son.   I have to trust you because he trusts you and looks forward to your step on the porch.  What?  Oh, good grief.  I forgot your paperwork again!!!  Wait, I know it’s here somewhere.  I was working on it last week just after the hot water heater burst and right before my husband came home laid off.  Wait…I think I wrote on the back when the bank called about the deposit to cover the overdraft. Yeah, I found them!  Right behind the peanut butter…wait, I’ll just wipe them off a bit.

You know, I used to be normal.  I used to have control of my life, my time, my home.  Having a disabled child turned my life upside down.  My priorities changed.  What I would settle for changed.  What I would ask for changed.  Who I would accept changed.  All that changed because my child needs things and people and ideas and funding.  So my life consists of meetings, regulations, documentation and paperwork, social workers and agency people, policies and procedures manuals and administrative decisions, delays and rumors of delays in checks, people not showing up when needed, people quitting and people showing up when they are not needed.

Please don’t judge me. And I’ll try not to judge you.  You see, in the long run, If I don’t measure up. I’m still his mother.  So we’re all stuck with each other, and I’m willing to make the best of it.  Help me to grow, help me to become better.  Accept me as a person, not some perfect saint.  I really do know my child better than anyone else, so help me express that and put it to good use.  Walk with me a ways, not to judge me, but to understand my role within the heart of my family.  Give me the tools and words and people that, like pieces in a jigsaw puzzle, interlock to allow for my strengths and compensate for my shortcomings.

Please don’t push me past my endurance because if you do, you’ll see me at my worst: Short-tempered, impatient, inflexible and emotional.  I’m not good to my son then, either.  Each of us has that fine line.  I try to recognize when I am approaching that line, and usually that is when I am cranky and complaining to you.  Please realize that this is one facet of me, just as real and acceptable as the superwoman who overcomes unbelievable obstacles.  There are sunny days and then there are thunderstorms, all part of a temperate climate.  Well, anyway, hi.  Welcome to my home….I think.

Myths and Facts About People with Disabilities
Myths are roadblocks that interfere with the ability of persons with disabilities to have equality in employment. These roadblocks usually result from a lack of experience and interaction with persons with disabilities. This lack of familiarity has nourished negative attitudes concerning employment of persons with disabilities. Listed below are some common myths and the facts that tell the real story. 

MYTH: Hiring employees with disabilities increases workers compensation insurance rates. 

FACT: Insurance rates are based solely on the relative hazards of the operation and the organization's accident experience, not on whether workers have disabilities.

MYTH: Employees with disabilities have a higher absentee rate than employees without disabilities. 

FACT: Studies by firms such as DuPont show that employees with disabilities are not absent any more than employees without disabilities.

MYTH: Persons with disabilities are inspirational, courageous, and brave for being able to overcome their disability. 

FACT: Persons with disabilities are simply carrying on normal activities of living when they drive to work, go grocery shopping, pay their bills, or compete in athletic events.

MYTH: Persons with disabilities need to be protected from failing. 

FACT: Persons with disabilities have a right to participate in the full range of human experiences including success and failure. Employers should have the same expectations of, and work requirements for, all employees.

MYTH: Persons with disabilities are unable to meet performance standards, thus making them a bad employment risk. 

FACT: In 1990, DuPont conducted a survey of 811 employees with disabilities and found 90% rated average or better in job performance compared to 95% for employees without disabilities. A similar 1981 DuPont study which involved 2,745 employees with disabilities found that 92% of employees with disabilities rated average or better in job performance compared to 90% of employees without disabilities. The 1981 study results were comparable to DuPont's 1973 job performance study.

MYTH: Persons with disabilities have problems getting to work. 

FACT: Persons with disabilities are capable of supplying their own transportation by choosing to walk, use a car pool, drive, take public transportation, or a cab. Their modes of transportation to work are as varied as those of other employees.

MYTH: Considerable expense is necessary to accommodate workers with disabilities. 

FACT: Most workers with disabilities require no special accommodations and the cost for those who do is minimal or much lower than many employers believe. Studies by the Office of Disability Employment Policy's Job Accommodation Network have shown that 15% of accommodations cost nothing, 51% cost between $1 and $500, 12% cost between $501 and $1,000, and 22% cost more than $1,000.

MYTH: Employees with disabilities are more likely to have accidents on the job than employees without disabilities. 

FACT: In the 1990 DuPont study, the safety records of both groups were identical. 
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PEOPLE WITH DEVELOPMENTAL DISABILITIES

WHO ARE THEY?

· YOUR FAMILY MEMBERS

· YOUR NEIGHBORS

· YOUR FRIENDS

· YOUR SCHOOLMATES

· YOUR CO-WORKERS

HOW  MANY PEOPLE HAVE DEVELOPMENTAL DISABILITIES?

· APPROXIAMATELY 3% OF THE POPULATION.

· 3 MILLION PEOPLE IN THE USA  IN 1992.

WHERE DO THEY LIVE?

· OVER HALF OF THE PEOPLE LIVE AT HOME WITH PARENTS

                OR FAMILY MEMBERS.

· A FEW PEOPLE LIVE ON THEIR OWN OR ARE HOMELESS.

· ABOUT A THIRD OF THE PEOPLE WHO NEED SUPPORTS TOLIVE IN THE COMMUNITY RECEIVE SOME KIND OF
RESIDENTIAL SUPPORT.

· ABOUT 10% OF THIS POPULATION ARE STILL HOUSED IN LARGE CONGREGATE STATE INSTITUTIONS.

· MOST STATES HAVE HUGE WAITING LISTS OF PEOPLE NEEDING SUPPORT

PEOPLE WITH DEVELOPMENTAL DISABILITIES WANT

A HOME ~ A JOB~ FRIENDS ~INTEGRATION ~HOPE
PEOPLE WITH DEVELOPMENTAL DISABILITIES HAVE:

· FEW JOBS: APPROXIMATELY 43% UNEMPLOYMENT RATE.

· LARGE WAITING LISTS FOR SUPPORTS TO LIVE

INDEPENDENTLEY.

· FEW FRIENDS BECAUSE OF SEGREGATION IN

· THE WORK SITE: MANY STILL WORK IN SHELTERED WORKSHOPS OR ENCLAVES.

· SCHOOLS: THEY ARE RELEGATED TO THE “SELF CONTAINED” ROOME IN MOST SCHOOLS.

· HOUSING: MOST STILL LIVE IN LARGE GROUP HOMES OR ISOLATED INSTITUTIONS.

· CIVIL RIGHTS VIOLATED-THEY ARE THE ONLY POPULATION IN THE UNITED STATES SEGREGATED BECAUSE OF DISABILITY.

· A GREAT CAPACITY TO LOVE AND FORGIVE AND INCLUDE US.


Alphabet Soup

To help you navigate the acronym maze

AC

Attendant Care

ADA

The American’s with disabilities Act

ADD

Attention Deficit Disorder

ADHD

Attention Deficit Hyperactive Disorder

AFH

Adult Family Home

APS

Adult Protective Services

A&R

Advocacy and Referral

THE ARC
formerly the Association for Retarded Citizens

ARNP

Advanced Registered  Nurse  Practitioner
ASW

The Autism Society of Washington

BD

behavior disability or disorder

CA

Community Access

CAP

Community Alternatives Program

CCF

Congregate Care Facility

CD

Communication Disorder

CDS

Communication disorder specialist

CHDD

Center on Human Development & Disability



(Formerly CDMRC at UW)

CHIP

Children’s Health Insurance Program

CHMC

Children’s Hospital  & Medical Center

CICC

County Interagency Coordinating Council

COPES
Community Options Program  Entering System

CP

Cerebral  Palsy

CPS

Child Protective Services

CRSA

Community Residential Service Association

CSO  

Community Service Office (Medicaid)

CSHCN
Children with Special Health Care Needs Program

DAC

Disabled Adult Child

DC

Developmental Center

DCFS

Division of Child and Family Services/DSHS

DD

Developmental Disability

DDD 

Division of Developmental Disabilities

DDC

Developmental Disabilities Council (3-5 yr. old funding label)

DH

Developmentally Handicapped

DOH

Department of Health

DOT

Department of Transportation

DSB

Department  of Services for the Blind

DSHS

Department of Social & Health Services

DVR

Division of Vocational Rehab

ECEAP
Early Childhood Education and Assistance Program

EEG

Electroencephalogram

EEOO

Equal Employment Opportunity Office

EEU

Experimental Education Unit (Birth to 3-at UW)

EKG/ECG
Electrocardiogram

ESD

Educational Service District

ETP

Exception to policy

FAPE

Free Appropriate Public Education

FEAT

Families for Effective Autism Treatment

FHA

Federal Housing Association

FISP

Family individual Service Plan

FRC

Family Resource Counselor (0-6)

FSO

Family Support Opportunity

GAO

General Assistance Office

GAU

General Assistance Unemployable

GCDI

Governor’s Committee on Disability Issues

GED

General Equivalency Diploma (High School)

GH

Group Home

HB

House Bill

HHS

Health and Human Services (federal)

HI

Hearing Impaired or Health Impaired

HMO

Health and Human Services

HRC

Human Rights Commission (state)

HUD

Housing and Urban Development

ICC

Interagency Coordinating Council (0-6)

ICFMR
Intermediate Care Facility-Mentally Retarded



(Institutions and some GH)

IDEA

Individuals with Disabilities Education Act

IE

Individual employment

IEP

Individual Education Plan

IFSP

Individualized Family Service Plan

IHP

Individual Habilitation Plan

I & R

Information and Referral

IRWE

Impairment related work expenses

IPP

Individual Program Plan

ISP

Individual Service Plan

ITP

Individual Transition Plan

ITEIP

Infant and Toddler Early Intervention Program

ITS

Intensive Tenant Support (24 hour support)

IWRP

Individual written Rehabilitation Plan

JLARC
Joint Legislative Audit and Review Committee

KCPC

King County Parent Coalition

LEA

Local Education Agency

LD

Learning Disabled

LDA

Learning Disabilities Association

LRE

Least restrictive Environment

MBD

minimal brain dysfunction

MD

Muscular Dystrophy

MDT

Multidisciplinary Team

MMR

Mild Mental Retardation

MPC

Medicaid Personal Care

MR

 Mental Retardation

NI

Neurologically Impaired

OCR

Office of Civil Rights

OSCERS
Office of Special Education and Rehabilitative Services

OSPI

Office of Superintendent of Public Instruction

OT

Occupational Therapy/Therapist

PAC

Parent Advisory Council

PASS

Plan to achieve Self Sufficiency (Social Services)

PAVE

Parent s are Vital in Education (Tacoma)

PDD

Pervasive Developmental Disorder

PHN

Public Health Nurse

PL

Public Law

PT

Physical Therapy/Therapist

P2P

Parent to Parent
RCW

Revised Code of Washington

RHC

Residential Habilitation Center (Institution)

RSA

Rehabilitation Services Administration

SAFE

Schools are for Everyone

SB

Senate Bill

SBD

Severe Behavior Disorder

SE

Supported Employment

SEPAC
Special Ed Parent/Prof. Advisory Committee

SI

Specialized Industry

SI

Sensory Integration 

SLD

Specific Language/learning Disability

SOLA

State Operated Living Alternative

SpED

Special Education

SSA

Social Security Administration

SSDI

Social Security Disability Insurance

SSI

Social Security Income

SSP

State Supplementary Payment

SW

Social Worker

TDD

Telecommunication device for the Deaf

TASH

The Assoc. for Severely Handicapped

TS

Tenant Support

TTY

Telecommunication Device for the Deaf

UAP

University Affiliated Program

UCP

United Cerebral  Palsy

VI 

Visually Impaired

VRC

Vocational Rehabilitation Counselor

WAC

Washington Administrative Code

WAMI

WA Advocates for the Mentally Ill

WANSAC
WA chapter of the National Society for Children and Adults with Autism

WaSHIF
WA state Head injury Foundation

WCCD
WA Coalition for Citizens with Disabilities

WCLD
WA Council for Learning Disabilities

WIC
Women’s infants and Children’s supplemental food program

WPAS
WA Protection and Advocacy
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