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What should move us to action is human dignity:
the inalienable dignity of the oppressed, but
also the dignity of each of us. We lose dignity
if we tolerate the intolerable...

Anonymous

The only kind of dignity which is genuine is that which
is not diminished by the indifference of others.

Dag Hammarskjold

UN Secretary

Module 1:
Promoting Dignity

Participant Version

Remember this...that there is a proper dignity and proportion to be observed in the
performance of every act of life. ~ Emperor Marcus Aurelius

R-E-S-P- C-T

Aretha Franklin
Songstress
(More than just a song title)

Always do-right:
Thes will gradefy some people
and astonish the rest.

Mawvk Twairy Author
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Section 1

Introduction

Has your husband, wife, boss or colleague ever asked you questions in a way or tone of
voice that was accusatory? Did he or she then make light of your answers? Over time
what happened? How did you feel? Did this automatically put you on the defensive
with that person? Were you anxious to talk with that person? Or did you start to avoid
him or her? Did you feel good about yourself or your work? Were you inclined to
volunteer or help him or her out when needed?

For more years than human services professionals care to remember, many children
and adults with developmental disabilities and, by proxy, their families and friends were
dehumanized by language and attitudes, leading to lives marked by anguish and
loneliness. Through much of the 20" century, children and adults with developmental
disabilities were treated as outcasts:

“Some physicians and dentists refused to treat (them).

Public schools closed their doors (to) them...

Police automatically placed them on suspect lists for unsolved neighborhood crimes.
Other parents ordered their children to stay away from them...

When (people) came into contact...they washed their hands afterward.

Community agencies offered no services and gave no support.

Clergy probed for the sins the parents of these odd ones must have committed.”
(Perske, 1973, pg. 42)

For most of the 1900’s, society expected that parents would institutionalize their family
members with developmental disabilities and many did. However, the powerlessness
that parents felt eventually resulted in them coming together in the 1950’s in voluntary
groups. The members of these associations “began talking back to physicians,
educators, police, clergy, politicians, neighbors, and society in general” (Perske, 1973,
pg. 42). One such organization is likely familiar to you, originally the National
Association of Parents and Friends of Mentally Retarded Children, it renamed itself the
National Association for Retarded Children (NARC), then the National Association for
Retarded Citizens and is now known simply as “The Arc”. (Hickson, Blackman, Reis,
1995, pg 29).

Around the same time that parents began organizing, Charles Vail, the medical director
of Minnesota’s Department of Public Welfare, began holding workshops in “institutions”
throughout the state of Minnesota. During the workshops, lists identifying the things
that dehumanized prisoners, patients and residents were generated. Vail published a
book, Dehumanization and the Institutional Career, in 1964, which detailed these lists




and the “principle of human dignity” in hopes he could change staff behavior in
“institutions”. Although professionals largely ignored his work, volunteer associations
such as NARC began making up their own lists of what gave dignity to people and what
took it away. The language, attitudes and situations on these types of lists continue to
drive advocacy groups to effect change today. (Perske, 1973)

Webster’s Dictionary (1996) defines dignity as the “quality or state of being worthy,
honored or esteemed”. Over the past ten years, many researchers have explored
dignity and care giving in various settings with people of different needs and the staff
who are paid to help them. This research has revealed overlapping themes that further
define dignity:
e Respect, as both humans and as individuals, as demonstrated by others’
courtesy, good communication (speaking and listening) and taking time
e Privacy, such as personal space, modesty and privacy in personal care as well
as confidentiality of treatment and personal information
e Self-esteem and self worth, evidenced by clean and respectable appearance,
pleasant environments and by choice
e Autonomy, the freedom to act and decide given clear, comprehensive information
and the opportunity to participate. (www.scie.org.uk, 2008)

The Regulations for Intermediate Care Facilities for Individuals with Intellectual
Disabilities (ICF/IID) expect that staff at an ICF/IID will act and treat individuals with
developmental disabilities with respect and that staff will enhance, develop, add to and
support each person’s human dignity. That expectation is no different for surveyors.
Surveyor actions during the entire survey — regardless of the situations — should not
belittle, humiliate, demean or embarrass staff and/or individuals. This includes how
observations are done, how questions are asked and how records are used. It includes
every way information is obtained and conveyed, for example: words, tone of voice,
body language and actions such as using manners and providing choices and
respecting privacy.

In this training module, you will be asked to think about your role as a surveyor
modeling human dignity and your role as a surveyor evaluating human dignity. Topics
will be expanded that were previously introduced to you in ICF/IID Basic training.

Objectives for This Module
Upon completion of this training module, you will be able to:

1. List at least ten things a surveyor can do to show or support human dignity while
surveying.

2. ldentify at least ten W-tags which relate to human dignity issues.



Section 2

Talk the Talk and Walk the Walk

You have, no doubt, heard a variation of the expression “you need to do more than talk
the talk, you need to walk the walk”. In terms of human dignity, professionals (like you!)
need to start by talking the talk and then following-up with the walk. The “talk” includes
a number of things: the way a sentence is worded, the tone and volume in which it is
delivered and the body language associated with it--as well as avoiding labels, being
careful not to group and objectify people and changing expressions with the times.

Language plays a unique and significant role in human services. References made to
people, how people are spoken to and spoken about, both reflect and shape the value
placed on those people. As one speaks in a respectful manner to a person or about a
person, the value and respect communicated in that language becomes more and more
a part of that person to the speaker and to those listening. The United States
government recognized this when it retitled “The Education for the Handicapped Act’ as
“The Individuals with Disabilities Education Act” (Malick, 1990) and when Public Law 95-
602, “abandoned the use of categorical labels in defining persons with developmental
disabilities”. (Perske, 1973, pg. 26)

More than just being “politically correct,” language that recognizes that an individual is a
person first provides a continual reminder that people are seen as capable and “whole”
persons. One of the initial uses of the people-first concept occurred when a former
client of a state hospital was attending a meeting in 1974 to name a new advocacy
group. She is quoted as saying: “We are tired of being seen as retarded. We want to
be seen as people first!” The advocacy organization named itself “People First!”
(Perske, 1973, pg. 25) and today has chapters throughout the United States.

When communicating, a people-first approach means that, whenever possible, you
should mention the person first and follow with any necessary description. For
example, say “the woman who is blind” instead of “the blind woman.” Or even better,
say “the woman who uses the white cane to travel the neighborhood because her vision
is not good enough to drive”. The latter reference goes a step further, de-emphasizing
disability and emphasizing the individual and what she can do!



People First Alternatives

As a surveyor, instead of:

Use a “people-first” alternative:

The handicapped or disabled

People with disabilities

The mentally retarded young woman

The young woman with an
intellectual disability

The Behaviors live here

The men with behavioral issues live
here

Workshop client

The individual who works at Jobs,
Inc.

The Down’s client

He has Down syndrome

Dual eligibles get Medicare Part D

People must be eligible for both
Medicaid and Medicare services to
get Part D services

The deaf man

The man who wears two hearing
aides

The wheelchairs

People who use wheelchairs

The tube feeders

People who take medications and
nutrition by g-tube

The mentally ill

The women with mental health
issues




Cases are used to move things from place to place-no people here either!
®

robat Docume

This is a “tube feeder”; it’s a thing, not a person.

As more and more professionals and ordinary citizens have become aware of people-
first language, it has made them sensitive to whether they really need to use disabilities
as labels in everyday conversation. Labels are fine for clinical use but when they
become ways to categorize individuals in casual conversation, they take on a life of their
own. Labels tend to objectify people, making it less easy to see strengths and more



easy to not see the person at all. If you were told your new neighbor was
“schizophrenic”, would you take the time to learn anything else about him? Or would
you just avoid him? In reality, he may have been taking medication for schizophrenia
and not missed a dose or shown any unusual behaviors in a decade—which is far
different from where the label “schizophrenia” might lead your thoughts about him.

Similarly, expressions change over the years. Words, such as crippled, afflicted with,
confined, invalid, victim of, handicapped and special all came into vogue and are now
out of favor or rapidly losing favor. These terms reflected the now outdated philosophy
that a person with disabilities was a patient. It was once state of the art to be
intelligence tested and categorized as an “idiot”. Profoundly mentally retarded, then
profoundly developmentally disabled replaced that diagnosis. (Beirne-Smith, Patton,
Kim, 2006, pg. 70) Today a reference to the level of support the person needs is the
state of the art, as in: John needs support with his self care. (Beirne-Smith, Patton,
Kim, 2006) There will likely be something new in five years! Although government may
lag, in your conversation you should try to model that which is most current. You can
probably think of terminology in government regulations that will eventually disappear—
one bet is the term “handicapped parking space”

In the ICF/IID Regulations, which were promulgated in 1988 and composed earlier than
that, terms like “client”, “for the mentally retarded”, “unit” and “patient” have become
outdated. As a surveyor, this puts you in an awkward spot because you must use the
language of the regulations and guidance when writing your 2567 reports or when
quoting regulation in presentations BUT otherwise YOU SHOULD ATTEMPT TO
MODEL THAT WHICH IS MOST CURRENT. The following Activity will give you an

opportunity to practice identifying current versus out-of-favor terminology.
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Section 3

Activity 1- CMS-2567 Language Sensitivity Activity
Save this activity, you will use it during your preceptor call and again later in this training
module.

Directions: Using the following CMS-2567 for ICF/IID tag W120, find and highlight
in yellow ten uses of insensitive language.

Please Note: At this time the ICF/IID regulations use the reference “client”, so it is
necessary to use this language in a CMS-2567 citation.

W 120 Based on observation, interview and record review, the facility failed to
ensure that 1 of 5 clients in the sample (Client B) and 5 clients who were not in
the sample received transportation as scheduled to the All-U-Can-B Day Program
for implementation of individual support plans.

Findings:

1. Review of the client’s residential record on X/29/09, revealed Client B is a
profoundly retarded, 29-year-old woman who is handicapped by cerebral
palsy and confined to a wheelchair. According to the I-Luv-U Home’s
Activity Schedule dated X/10/09, she attends the All-U-Can-B Day Program
from 9am to 4pm Monday through Friday except Holidays. According to
this same schedule, which was also posted on the kitchen refrigerator, All
U-Can-B provides her transportation in a wheelchair bus.

2. On X/28/09, the surveyor observed Client B in the enclosed sun porch of
the Home from 8:05am to 9:10am. During this time, Client B and 5 other
nonambulatory people sat in winter coats, hats, scarves and mittens.
Residential Services Aide (Aide) 4 chatted with them and periodically called
someone on the phone. An unsampled client began to cry and complained
she was going to miss making coffee for snack time. Another client began
kicking the wheel of the quad’s wheelchair next to him; Aide 4 asked him to
stop three times during the hour. At 9:10am, a bus arrived with All-U-Can-B
printed on the side in huge red letters. Client B and the other nonambs
were loaded and, at 9:25am, left for All-U-Can-B Day Program. The bus
driver apologized to Aide 4 and the clients, mentioning that “(name) had
been causing problems again”. Aide 4 commented that it was a shame
everyone had to be late again because “(name) knew what he was doing
even if he was a Downs”.

3. At 9:35 am on X/28/09, the surveyor asked Aide 4 if this was the normal
morning routine. Aide 4 replied that it was not supposed to be but that it

1"



had been for the past 2 months despite her complaints to the bus driver
and Qualified Intellectual Disabilities Professional (QIDP) 1. Aide 4
explained that the bus was supposed to arrive at 8 am but would arrive
anywhere between 8:30am and 9:30 am. Aide 4 stated that the phone calls
she had made earlier were to the driver’s cell phone, her children and the I-
Luv-U Home’s Administrator. Aide 4 stated that the QIDP and
Administrator “put up with this” outside service because All-U-Can-B was
“the only program in town” that would handle people who were
tubefeeders and nonambs. She said Client B and 3 others had g-tubes.
Aide 4 said the only program she implemented while the clients were
waiting was the behavior plan for the client kicking the wheelchair.

4. At 11am on X/28/09, the surveyor interviewed QIDP 1. QIDP 1 explained
that the reason the bus was late was a “new” client from another facility
who was having problems, so QIDP 1 had agreed he should get on the bus
first in order to settle down before I-Luv-U’s clients got on the bus. The
surveyor pointed out that the bus had been 30-60 minutes late for 2 months
according to the Home’s 2009 Occurrence Log. QIDP 1 replied: “l guess |
should have noticed that was the reason Client B’s day programs had no
data”. When asked if it was possible that extra leeway was being provided
to this outside service because they were the only ones to deal with
multiply handicapped, the QIDP said: “yes, that’s partly true”.

5. Review of Client B’s day program and residential records on X/29/09
showed that data was missing for several objectives implemented at All-U-
Can-B for Months V, 2009 and W, 2009, due to the reason “bus was late”.

6. On X/29/09, the I-Luv-U Home Administrator was interviewed at 9am. He
said he was familiar with the situation and expected the behavior problem
from the other facility would adjust soon, thus resolving the situation.
When asked if he realized that clients from I-Luv-U were having behavioral
reactions to the late bus and that objectives were not being implemented at
All-U-Can-B due to the late hour of arrival of the bus, he said he did not.

He admitted that it would be hard to find another transportation or day
service which would handle his kind of people.

End CMS-2567 Insensitive Example

12



Section 4

Tone

Now that you have given some thought to the words involved in talking the talk, let’s
think about how the “talk” is delivered. All of us remember hearing “Young lady/man
don’t you use that tone of voice with me!” as we were growing up. And even today tone
often gives away whether someone is really serious or just joking. Tone of voice has
everything to do with showing respect and maintaining a person’s dignity. The tone of
voice that is used when speaking to others is an indication of how that individual is
perceived. The wrong tone or inflection used by a surveyor asking “Is this all you
have?” could make or break the situation. Surveyors need to control their tone/inflection
and volume when talking to staff and speaking with individuals. There is almost nothing
more disrespectful and demeaning than a surveyor’s tone of voice indicating an adult
individual is viewed as a child rather than an adult. Except maybe speaking loudly and
slowly because the person is developmentally disabled. Either view is outmoded
philosophy. Yelling, on the other hand, (except in an emergency or sports event) is just
plain rude and has no place in an ICF or during the survey process.

The way we word things goes a long way in getting a receptive, on point answer to a
query. For example: “Why did you decide to do it this way? What are your policies on
absenteeism?” Instead: “How was it decided to do it this way? What are the facility’s
policies on absenteeism?” These latter phrasings depersonalize the questions, getting
to the same answers without pointing fingers. Surveyors need to be careful how they
phrase questions and statements. It may take a little more effort but it is typically worth
it.

Body Language

It is not news to anyone that body language goes hand-in-hand with verbal language.
Paying attention to body language while talking is important especially during the survey
process. Observing with your arms crossed in front of your chest does not give the
impression of acceptance, openness or willingness to see any good things that may be
happening. Looking any where but at the person you are talking to during interviews or
information solicitation indicates you're not that interested in the conversation. Shaking
your head back and forth and “tsking” or sighing while reading a person’s record adds
unnecessary stress to the already stressful situation.

Similarly, patting people on their heads or other areas of their bodies when approaching
them or talking to them indicates a condescending attitude. In our society unrelated
adults do not greet each other in this manner. The rule of thumb for a surveyor is treat
people as you would like to be treated which includes tone and volume of voice, how
you ask questions, body language and types of physical contact.

13



Yelling and pointing is for football games, not surveying

Talking Etiquette

Take a moment now to read an adapted synopsis from the (CMS) Basic Training
ICF/IID Surveyor Training manual called “Etiquette for Talking to a Person with a
Disability” (Malick, 1990). The tips in this reading are virtually timeless in their
application. When you think about it, many are just “good manners”.

14



ETIQUETTE FOR TALKING TO A PERSON WITH A DISABILITY
(Adapted Synopsis taken from WATCH WHAT YOU SAY, by Ron Malik, 1990)

. When introduced to a person with a disability, it is appropriate to offer to shake
hands. Even people with limited hand use or who wear an artificial limb can shake
hands.

. Treat adults as adults. Address people who have disabilities by first name only when
calling everyone present by first name.

. When talking with a person who has a disability, speak directly to that person rather
than through a companion who may be along. This includes individuals who are deaf
and using the services of an interpreter.

. Don’t be embarrassed if you happen to use words that seem to relate to a disability.
(“See you later,” “walk this way,” or “got to be running along” are common
expressions everyone uses.)

. If you offer to help, wait until the offer is accepted, then listen to or ask for
instructions.

. When speaking with a person who has severe vision loss, always identify yourself
and introduce anyone else who might be present first.

. When approaching an individual who is blind and has a guide dog with them,
acknowledge the individual first. Do not attempt to play with the dog. The animal is
on duty and should not be made to confuse play time with work time.

. When talking to a person who uses a wheelchair, do not lean on the chair. The chair
is a part of that person’s body space.

. When talking to a person in a wheelchair for longer than a few minutes, place
yourself at that person’s eye level to avoid stiff necks. When speaking with a person
with a hearing disability, don’t block your mouth.

10. When talking to a person with a disability do not use terms of affection of

endearment. Also avoid childish greetings, questions and actions such as “Hi
honey”, “How are you baby?”, “You’re sure a pretty looking thing” and “What’s up
Junior?”

11. If the person seems to have difficulty understanding, rephrase, slowdown or repeat

the information.

12. Don’t pretend to understand if you don’t. Ask for more information or ask them to

say it in a different way.

15



Section 5

Dignity and Respect during Observation, Interview and Record Review

Now that you have refreshed yourself on these tips, let’s think about more things
surveyors can do to communicate dignity and respect as they perform three major
survey tasks: Observations, Interviews and Record Reviews.

OBSERVATIONS

INTERVIEWS

RECORD REVIEWS

Body language

Sitting if people are
sitting; standing if
people are standing.
Washing your hands
in private. Calmly
reacting to
inappropriate behavior
by others.

Taking notes
unobtrusively.

Making eye contact.
Calmly reacting to
inappropriate behavior
by others.

Quietly reading records.

Choice Would you prefer me | Would you rather talk | Where is the best place
to stand here or over | at your home or to read through this
there? someplace else? record?

Is this a convenient
time to talk?

Manners Knocking on doors Letting the person Asking if you need to
and WAITING for a answer the question sign the record out and
reply before acting. before you ask the heeding the answer.
Turning your cell next one. Asking staff to explain
phone off. Explaining why you record organization so

have to take notes. you don’t need to
Turning your cell continually interrupt
phone off. them.

Privacy Only observing Finding a place where | Reading records where

personal care
activities if absolutely
needed.

no one can hear your
conversation with
someone and being
aware of how your
voice carries

others cannot see what
you are reading

Discreet actions

Offering to shake
hands-acts to
circumvent hugging.
Timely and
unobtrusive reporting
of inappropriate
behavior of individuals
to staff or of staff to
administration

Introducing yourself
and explaining what
you need and why
you are there in user
friendly language.
Use conversational
volume and rate
rather than talking
loudly and slowly.

Putting papers back
where you found them

Assistive technology

Asking permission
before examining a
person’s
assistive/supportive
devices such as lap
trays, walkers,
wheelchairs

Acknowledging and
using the communication
method that the person
uses such as pocket
wallet, language boards,
electronic devices,
picture boards

Treating computerized
records no different/y than
paper records

16




The following pictures demonstrate what a surveyor shouldn’t do.

This surveyor's conspicuous notes convey an unnecessary "gotcha" attitude.

Even with inappropriate sunglasses and posture to hide behind, this surveyor
failed to discretely cover her shock.

17



Section 6

Activity 2 - SURVEYOR BEHAVIOR ACTIVITY

Directions: From the following list of behaviors, identify with a checkmark the surveyor
behaviors that you think convey respect of individuals and staff. Save this document for
your preceptor discussion telephone call. The correct number of “do’s” is: 8

Asking staff to point out people in a room

Refusing to touch anything for fear of germs

Slowly nodding while listening to someone

Using hand cleaner in front of someone as soon as you shake hands
Using a red pen and grand gestures to cross out things in notes
Watching someone else while talking.

Asking the individual permission to observe medication administration
Not laughing or shrieking when an individual streaks by

Pointing to someone who is pouring their milk in their lap

Asking permission to sit in a chair

Not answering questions

Taking notes at the kitchen table while others are eating breakfast there
Addressing someone as Mr. or Ms.

Drumming your fingers or tapping your toes while observing activity in a living room
Using please and thank you

Knocking on a bathroom door before entering

Wiping your hands on your pants immediately after touching a board game piece
Asking the QIDP to go to the kitchen to discuss John

Shaking your head from side to side and rolling your eyes

Showing disgust at someone’s actions

Acting afraid

Telling people you’re the Feds

18



Section 7

Informal Activity

In the coming month, make it a point to become more aware of your own behavior,
replace words and actions as necessary and elicit your coworkers’ assistance in
identifying things you may have missed.

Provider Expectations

Just as important as surveyor behavior is provider behavior. Just what is a surveyor
“looking for” while surveying a provider when it comes to dignity and self respect? Will
you know it when you see it or, even more importantly, when you don’t?

The Dignity of Risk

You first saw the following reading, “Dignity of Risk, What if?” in the BASIC ICF/IID
Surveyor Training manual. (From Changing Expectations/Planning for the Future: A
Parent Advocacy Manual, by Dorothy Sauber, published by the Association for
Retarded Citizens, Minnesota, Minneapolis, MN)

We would like you to take another look at it now that you have had training on specific
ICF/IID Regulations. With experience, a surveyor’s critical thinking should kick in as
soon as facility practices (such as outlined in this reading) are seen or heard. If you are
not familiar with the tag referenced, please take a moment to look it up in Appendix J of
your ICF/IID Field Resource Guide. Think about how/when the tag could relate to the
dignity issue mentioned.

Please Note: The W-tags referenced are commonly used. They are, by no means,

all inclusive. Please discuss with your preceptor any tags you don’t understand
or that you would add.

19



THE DIGNITY OF RISK
WHAT IF....

WHAT IF...you never got to make a mistake? (W189, W190, W227, W268, W269)

WHAT IF...your money was always kept in an envelope where you couldn’t get to it?
(W124, W126, W137)

WHAT IF...you (are an adult and) were always treated like a child? (W189)

WHAT IF...your only chance to be with people different from you was with your own
family? (W136, W246)

WHAT IF...the job you did was not useful? (W225)
WHAT IF...you never got to make a decision? (W247)
WHAT IF...the only risky thing you could do was act out? (W191, W193, W214, W239)

WHAT IF...you couldn’t go outside because the last time you went out, it rained? (W137,
W246)

WHAT IF...you took the wrong bus once and now you can’t take another one? (W189,
W214/W224, W268)

WHAT IF...you got into trouble and were sent away and you couldn’t come back because
they always remember your “trouble”? (W136, W147)

WHAT IF...you worked and got paid 46 cents an hour? (W132, W225)

WHAT IF...you had to wear your winter coat when it rained because it was all you had?
(W137)

WHAT IF...you had no privacy? (W129, W130, W133, W134)

WHAT IF...you could do part of the grocery shopping but you weren’t allowed to do any
because you weren’t able to do all the shopping? (W190, W227)

WHAT IF...you spent three hours a day just waiting? (W186, W194, W196, W240, W249,
W250)

WHAT IF...you grew old and never knew adulthood? (W194, W211, W213, W214, W227,
W232, W240, W268, W269)

WHAT IF...you never got a chance? (The tags immediately above and W196, W195!1!!)

20



In an ICF/IID it is important to maintain a world that reflects some basic values. It is
critical to respect the dignity of people who live and work in an ICF. Respect is reflected
in language, concern with privacy, promotion of choice and independence,
individualization, support of basic human rights and freedom. People with disabilities
should be treated as would any other person of the same age, culture and gender.
Materials used for teaching, technology and adaptations, clothing, home decorations,
and other aspects of life should reflect the person’s status as a “normal” member of his
or her community. What a person with a disability does should be the same as what
anyone else does. Each person supported in an ICF/IID must be thought of as a
capable, whole person, not as a “client,” not a “person with a disability”, but rather as a
person who can and will learn and who is far more like others than different—someone
who deserves the same respect, dignity, opportunity, and encouragement as any other
person.

Section 8

Activity 3 — CMS-2567 Sensitivity Activity Revisited

Directions: You previously identified insensitive language in this W120 tag. This time
look only at findings 1 and 2. Identify and highlight in pink four “practices” employed by
the facility/facility staff which do NOT promote dignity. After you have completed the
activity, save the document for discussion at your preceptor telephone call.

Please Note: At this time the ICF/IID regulations use the reference “client”, so it is necessary to use this
language in a 2567 citation.

W 120 Based on observation, interview and record review, the facility failed to
ensure that 1 of 5 clients in the sample (Client B) and 5 clients who were not in
the sample received transportation as scheduled to the All-U-Can-B Day Program
for implementation of individual support plans.

Findings:

1. Review of the client’s residential record on X/29/09, revealed Client B is a
profoundly retarded, 29-year-old woman who is handicapped by cerebral palsy
and confined to a wheelchair. According to the I-Luv-U Home’s Activity Schedule
dated X/10/09, she attends the All-U-Can-B Day Program from 9am to 4pm
Monday through Friday except Holidays. According to this same schedule, which
was also posted on the kitchen refrigerator, All U-Can-B provides her
transportation in a wheelchair bus.

2. On X/28/09, the surveyor observed Client B in the enclosed sun porch of the
Home from 8:05am to 9:10am. During this time, Client B and 5 other
nonambulatory people sat in winter coats, hats, scarves and mittens. Residential
Services Aide (Aide) 4 chatted with them and periodically called someone on the
phone. An unsampled client began to cry and complained she was going to miss
making coffee for snack time. Another client began kicking the wheel of the
quad’s wheelchair next to him; Aide 4 asked him to stop three times during the
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hour. At 9:10am, a bus arrived with All-U-Can-B printed on the side in huge red
letters. Client B and the other nonambs were loaded and, at 9:25am, left for All-U-
Can-B Day Program. The bus driver apologized to Aide 4 and the clients,
mentioning that “(name) had been causing problems again”. Aide 4 commented
that it was a shame everyone had to be late again because “(name) knew what he
was doing even if he was a Downs”.

End CMS-2567 Citation of W120 (Poor Example)

As a comparison to the above “poor” example of the W120 citation, consider this
scenario:

On a recent survey at Happy Acres, an ICF/IID, the administrator was observed as he
visited the house. He spoke to people by name, pulled one man off to the side, and had
a private discussion with him. Staff entered the living room and asked one of the people
served, Mr. Smith, when he would like to have their help washing his clothes that day.
He chose to wash his clothes after the evening meal, a time when others had scheduled
a trip to the grocery store. Hearing this, the administrator volunteered to assist with the
grocery shopping trip, so that Mr. Smith’s favorite staff could help him with his laundry.
Staff asked Mr. Smith if he would mind telling the visitor about his progress in learning
to do his laundry. With Mr. Smith’s approval, staff helped him explain that he was
learning to put his clothes in the washer and had already learned to gather up his dirty
clothes. The surveyors could see that people from the top to the bottom of this
organization shared values of choice, dignity, and independence.

Section 9

Sample CMS-2567 of Tag W189

There are many tags in the ICF/IID Regulations which support dignity. When you
cannot find a specific tag for a situation you witness (for example W129, lack of privacy
during treatment), you should consider one of the staff training tags (W189-W194) or
one of the staff-individual conduct policy/procedure and implementation tags (W267-
W270). For example:

W189 Based on observation and interviews, the facility failed to ensure that staff
performed duties in ways that demonstrated respect for 3 of 5 clients in the
sample (Clients 3, 5 and 12) and two clients not in the sample.

Findings:

1. During breakfast at 11/5/xx, beginning at 8:35 am, the following observations
were made: Direct Care Aide (DCA) A pulled Client 5 out of a chair in which he
had been seated in the living room and guided him to sit in a chair at the dining
room table. Although Client 5 was blind, DCA A did not speak to him before she
pulled him up from his chair to let him know what was going to happen or where
she was taking him. When the staff member sat him down, she did not tell him
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what foods were on his plate or where the food items were located on his plate.
She did not assist him in locating his plate, cup or utensils. When Client 5
finished his breakfast, DCA B remarked” He does real well to be a blind, doesn’t
he?” Staff members were asked if they had received any special training to
address Client 5’s visual impairments. Both staff said they had general
orientation class and had been told to apply it to anyone in their group, so they
applied it to Client 5. The staff members said that they had not had any training
that was specifically designed to meet client 5’s needs.

2. On 11/5/xx, at 8:45 am, Client 3 was observed in the living room after breakfast.
He intermittently made a loud, short, vocal sound approximately 16 times within
three minutes. DCA B was present and said they referred to Client 3’s vocal
sound as “barking”. She went to Client 3 and encouraged him to shave as she
plugged an electric razor into a wall outlet in the living room. DCA B repeatedly
asked client 3 to shave; however, he refused and continued making the vocal
sound. DCAF, also in the living room, stated loudly “(Name-Client 3) is passing
some wicked gas. Your bowels moved good this morning.” DCA B on the far
side of the room agreed. There were two clients present during the observation.

3. Also on 11/5/xx, at 9 am, Client 2 entered the living room carrying a purse. Her
name was written on the outside of the purse in neat block lettering. Examples of
Client 2’s handwriting were in evidence on the wall behind her where she had
signed in name on several drawings. These signatures contained nhumerous
letter reversals and repetition of letters. DCA F indicated that the client had
signed the pictures with staff assistance.

4. On 11/6/xx, at 10 am, the Qualified Intellectual Disabilities Professional (QIDP)
confirmed that the printing of the client’s name on the outside of the purse
appeared to be an effort by staff to assure another client would not take her
purse. The QIDP agreed the lettering could have been put inside the purse for the
same effect.

End CMS-2567 W189 Citation Example
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Section 10

Activity 4 — Matching Tags to Dignity Situations

Directions: The next activity offers you the chance to determine for yourself where you

might cite situations which reflect failures to promote dignity.

w104
W112
w125
W130
W135

W129 W247
W137 W249
w189 W269
W190 W425
W191 W435

Pick one of the W-tags above which best fits the situation described below.
Save your answers for your preceptor for discussion on your next call.

Everyone is wearing a shirt with his name visible on the back below the
collar.

People are only told “no”, with no examples of reinforcement or
encouragement seen.

Bob complained that he was never allowed to be by himself in his
bedroom.

There was nothing to do after supper except watch TV.

People shared toothpaste and shampoo.

A living room chair smelled of urine; the upholstery of another was torn.

No one could use the porch swing without a staff person beside them.
There was no choice of juice or cereal.

Trish was wearing only a shirt on her way to the nurse’s office for
medications.

The three women who are retired each ate from a plate with a nursery
rhyme on it.

A person repeatedly missed work because the van needed gas.
The phone was permanently plugged into a socket in the TV room.

The bathroom used by four people had no shower curtain or partition
around the roll-in shower or toilet.

Regardless of circumstance, the schedule was followed.
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Taylor’s eating program was laminated and taped to the dining room table.

In Conclusion
There are times that supporting a person’s dignity may involve some risk. Here'’s an
example. Imagine you are a surveyor watching staff in this decision-making scenario:

It’s about 6:30 p.m. at the Maple Lane Home. It’s a very cold Tuesday, and a new
snow has fallen during the afternoon. The radio says that traffic is snarled and
crawling. Several of the residents normally go to the local shopping mall on
Tuesday evenings to join a small group of people there who regularly walk for
exercise and window shop. It will take much longer than usual to get to the mall
today because of the weather and traffic. What will staff do? (a) not mention the
mall and hope everyone forgets, (b) get out the leisure materials and get people
involved in their designated “alternative activities,” (c) plow on ahead to the mall,
for the schedule must proceed as the QIDP planned last week, or (d) ask the
people who live at the house if they want to brave the weather and go to the mall
or stay home tonight (which means staff will probably spend the rest of the
evening refereeing an argument between the two most outspoken people living in
the house)? What will staff say and do?

Regardless of what is decided, the surveyor needs to determine if, in fact, the staff at
the Maple Lane Home made the decision that best took into consideration the
individuals expectations, needs, and choices while still considering their role in assuring
safety. Was the risk of the activity explained fairly and equitably? Were potential
hazards minimized? Were alternatives offered equal and compelling? Was the
adventure worth the risk? In this example, as in many others a surveyor will come
across, there is probably no exact right or wrong answer; however, rest assured, if the
surveyor does not add respect, choice and dignity of risk into the equation needed to
get to an answer, the answer won'’t be the best one.

A closing thought for this module is an Arc sponsored video clip entitled Another Kind
of R Word. On your computer, go to:

http://www.youtube.com/watch?v=NHwOu8 qgjRc
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Activity 4 — Matching Tags to Dignity Situations Answers

W189 Everyone is wearing a shirt with his name visible on the back below the
collar.

W191 People are only told “no”, with no examples of reinforcement or
encouragement seen.

W129 Bob complained that he was never allowed to be by himself in his
bedroom.

W190 There was nothing to do after supper except watch TV.

W137 People shared toothpaste and shampoo.

W104 A living room chair smelled of urine; the upholstery of another was torn.
W125 No one could use the porch swing without a staff person beside them.
W247 There was no choice of juice or cereal.

W130 Trish was wearing only a shirt on her way to the nurse’s office for
medications.

W435 The three women who are retired each ate from a plate with a nursery
rhyme on it.

W249 A person repeatedly missed work because the van needed gas.
W135 The phone was permanently plugged into a socket in the TV room.

W425 The bathroom used by four people had no shower curtain or partition
around the roll-in shower or toilet.

W269 Regardless of circumstance, the schedule was followed.

W112 Taylor’s eating program was laminated and taped to the dining room table.
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We all live with the objective of being happy;
our lives are all different and yet the same.
Anne Frank, Writer

There is nothing like a dream to create the future.
Victor Hugo, Writer

Module 2:
Promoting Dreams & Meaningful

Lives
Participant Version

It is neither wealth nor splendor, but tranquility and occupation,
which give happiness.
Thomas Jefferson
Statesman

I have adrean

Dr. Martin Luther King Jr.
Activist

You'll find boredom where there is the absence of a good idea.
Earl Nightingale
Writer
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Module 2 Promoting Dreams and Meaningful Lives

1. Introduction
e  Objectives and Introduction
o A\Visit to Whitehall

2. Surveyor Expectation One - Normalization
e Definition
e Thoughts to Ponder
e Whitehall Revisited

3. Surveyor Expectation Two - Individualization
e Definition
Thought to Ponder
Example and Discussion
Questions to Ask Yourself
Getting to the Meaning — The In-depth Interview

4. Surveyor Expectation Three — No Limit on Learning
e Definition
e Questions to Ask Yourself

5. Activity 1: Gaylord Way — Applying the Three Expectations
o Activity
e Discussion

6. Tags Representative of Each Expectation

e Expectation One — Normalization
Keyword Age Appropriate
Keyword Normalization
Keyword Preferences
Keyword Choice

o Expectation Two — Individualization
Keyword Individualize
Keyword (Assess or Meet) Needs

o Expectation Three — No Limit on Learning
Keyword Teaching
Keyword Learning
Keyword Training
Keyword Assessing

e Suggestion

7. Sample CMS-2567 for Tag W247
8. For More Information on Promoting Dreams and Meaningful Lives

e Associations
e References for Module 2
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Section 1

Objectives for this module
Upon completion of this training module, you will be able to:

1. List three expectations that a surveyor needs to apply when conducting surveys
in Intermediate Care Facilities for Individuals with Intellectual Disabilities
(ICF/IID).

2. Explain the concepts of normalization and individualization.

Introduction

The 1960s and 1970s were a time of widespread social activism in the United States
(US). Political speeches, rallies, sit-ins, marches through cities, disruptions of services
and photographic exposés were commonplace. Emotions were high. Results of efforts
were mixed. Opposition to participation in the Viet Nam War resulted in US troop
withdrawal and the fall of South Viet Nam. Courts and laws ended segregation in
schools and other public places, although progress in eliminating housing and job
discrimination remained elusive for years. The photographic exposés of large, barren,
crowded institutions filled with half naked/naked, staring or pacing individuals helped
focus lawmakers, the courts and the public on the needs of people with intellectual
disabilities. That resulted in increases in federal and state funding of training and
residences and inclusion of children with intellectual disabilities in public education
(Taylor, Mental Retardation Journal: Christmas in Purgatory: A Retrospective Look,
2006). However, even today surveyors visit state licensed and federally certified
facilities and homes and find people with developmental disabilities who are not
receiving required services or supports. It is rarely the blatant situations seen in the
1960s and 1970s; but, they still exist.

Time for a Reality Check

Webster’s Dictionary describes “expectation” using phrases such as “the act or state of
expecting” and “prospect of the future: anticipation” (Webster’s Dictionary, 1996). Each
of us experiences “expectations” multiple times a day. It may be the simplest thing: like
thinking the family dog will be there to greet us when we open the front door upon
arriving home, or something more complex: looking at the traffic out the office window at
lunch time and suspecting it will take more than the allotted hour to get lunch at our
favorite restaurant down the highway. Our expectations have the power to change our
behavior(s). For instance, in the dog-at-the-door scenario, it might cause us to only
carry one of the three bags of groceries in the car into the house—so that one hand is
free to pet the dog, thus preventing him from jumping up and knocking the bags out of
our arms. Or, if we remember the dog is out being groomed, we may try to juggle all
three bags. Similarly with the lunch scenario: we may decide to grab a bite from the
vendor in the lobby because we have a meeting with the boss in an hour, or, if the boss
is away, we may just risk being late from lunch.

We each have expectations about all different kinds