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A Note
In this issue, several articles
about race, culture and person
centered practices. A plan for
determining your level of risk in
coming out of quarantine.
Finally, developing a person-
centered plan for health
emergencies.

The ADA requires states to
eliminate unnecessary
segregation of persons with
disabilities and to ensure that
individuals with disabilities
receive services in the most
integrated setting appropriate
to their needs. This right to
community integration is
fragile, and there are constant
pressures on states to not to
enforce it. We must be vigilant
against rollback and
stagnation.

The Americans with Disabilities
Act at 25
National Disability Rights
Network

2020
June

Free Resource
Coming Out of Quarantine
Safety Plan
Most of us are transitioning out of quarantine into the
community. It’s exciting to think about getting out again but it’s
also a bit scary. The virus is still out there, and if you are like
me, you want to avoid catching it. We’ve created a worksheet
to help all of us develop a unique, Coming Out of Quarantine
Safety Plan. What you'll get:
• A ready-to-print file of the worksheet in English and Spanish
• Video tutorial on how to use the worksheet

https://allenshea.com/norcal-gathering-committee-newsletters-and-resource-notes/
https://www.commongroundprogram.com/offers/Z2nkahzE/checkout
https://www.commongroundprogram.com/offers/Z2nkahzE/checkout
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Tools for Person-Centered Planning
and Health Care Emergencies

NCAPPS is excited to announce the availability of a Health Care
Person-Centered Profile to assist people with disabilities, older
adults, and others to communicate their needs and preferences

with hospital and other health care staff.
Depending on state and hospital policy, people with
communication, comprehension, and behavioral challenges may
face the possibility of a hospital visit without significant others or
usual supporters present. To address the heightened challenges
this poses, a group of experts in person-centered planning

developed a tool that people and their families and caregivers can fill out and share with medical
staff upon hospital intake or care site transfer.

The tool has two pages: a Health Care Information sheet for
capturing brief and vital information about the person’s
health status and a Health Care Person-Centered Profile for
describing who the person is, what is most important to the
person, and how best to provide support—vital information
that can help medical staff provide more tailored and
person-centered care. The Health Care Information Sheet
also has a section for detailed contact information to help
medical staff reach a person’s emergency contact or legal
representative. It contains a section for indicating whether
advance directives are in place and where those documents
can be found.

The tool and accompanying instructions and examples were
jointly developed by experts from Support Development
Associates and the University of Missouri Kansas City
Institute for Human Development Charting the LifeCourse Nexus, and by Janis Tondora from the
Yale University Program for Recovery and Community Health.

Health Care Information

PERSONAL INFORMATION
First Name (Nickname) Last Name DOB or Age

Street Address City, State, ZIP

Preferred Language Phone Number Emergency Contact Information

Parent/Legal Representative Parent/Legal Representative Phone/Email

Insurance Information Pharmacy Information (most commonly used)

Primary Care Provider/Contact Information Specialty Care Providers/Contact Information

Communication Support Needed

Current Symptoms

Medication List

Allergies and Dietary Restrictions

Symptom When it started
Fever - Temp:
Cough

Shortness of Breath
Chest Pain/Pressure
Blue Lips/Face
Nasal Congestion
Diarrhea
Loss of Smell/Taste
Sore Throat
Blood Oxygen <90
Headache
Confusion/Won’t Wake
Body Ache
Chills/Shaking with Chills

Note: Information on this form may not be complete

Check all that apply

HEALTH CARE ADVANCE DIRECTIVE OR LIVING WILL – Location, if known:
POWER OF ATTORNEY– Location, if known:
DO NOT RESUSCITATE (DNR) ORDER – Location, if known:
PHYSICIAN ORDERS FOR LIFE-SUSTAINING TREATMENT (POLST, MOLST OR POST)
PSYCHIATRIC ADVANCE DIRECTIVE – Location, if known:

IMPORTANT – Health Care Person-Centered Profile on Reverse Side

Other:

Advance Care Planning (check all that apply)

Immunocompromised
Severe obesity (>40 BMI)
Mental illness
Substance use
Corticosteroid use

Neurodevelopmentaldisorder/ID

COPD
Emphysema
Asthma

Cancer

Other Health Conditions

Smoker
Homeless
Long-term care resident
Pregnant
Age 65 or older

Kidney disease
Liver disease
Heart disease
HIV/AIDS
Diabetes

Medical/Assistive Devices and/or Service Animal

Muscle Pain/Fatigue

1. What people appreciate about me

2. Who and what is important to me

3. How to best support me

This Health Care Person-CenteredProfile was completed by: Me

Please call me

Health Care Person-Centered Profile
What Ma�ers to Me

This is intended to help health care providers support this individual to make informed health care decisions
and express their preferences and priorities. To learn more about person-centered thinking, planning
andpractices, visit the National Center on Advancing Person-Centered Practices and Systems at https://ncapps.acl.gov.

Someone else

Name and rela�onship):

https://ncapps.acl.gov/covid-19-resources.html
https://ncapps.acl.gov/covid-19-resources.html
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At the Intersection of White Privilege and Disability
November 29, 2017 by Cara Liebowitz

Despite being a white, female, disabled activist, rapidly approaching her mid-twenties, I am well
aware that to most people, I look like a defenseless little white disabled girl. I am also keenly
aware that I inhabit both privilege and dis-privilege in this body. On occasion, I use that image to
my advantage. People don’t perceive me as a threat or someone trying to scam the system which
makes it possible for me to get away with things that others might be more closely scrutinized for.
To many, I am the embodiment of innocence: eternally fragile and childlike.

If we are lucky, every once and again our privilege will slam into us like a wrecking ball and crack
open new awareness. This was the case a few months ago, when my former boyfriend and I ran
into a friend of mine while making our way through the train station. After a brief introduction
these virtual strangers quickly began sharing their experiences as disabled men of color. As I
listened, I realized that even though my boyfriend and I share the same disability, we are having
very different experiences in how society sees and treats our bodies. While people often viewed
me with pity, they viewed him with distrust and even fear. He shared that when people look at
him, they assume that his disability resulted from violence. Black disabled activist and Krip Hop
artist Keith Jones discusses this phenomenon briefly in the documentary Including Samuel.
“People say . . . when did you get shot?” He highlights society’s assumption: “Black man in a
wheelchair, had to be an act of violence.”

As a society, we do a poor job of talking about, never mind understanding, intersectional
oppressions, particularly the intersectional oppressions of racism and disability. Cases of
discrimination and abuse against people with disabilities often receive more media attention if he
victim is white—for instance, the Ethan Saylor case or Tracy Latimer case. However, when the
victim is Black or another race, disability often falls by the wayside. For instance, though the case
of Freddie Gray in Baltimore received massive media attention in the early summer, it was rarely
mentioned that Gray was disabled due to lead poisoning as a child.

The faces we see in the disability rights movement are primarily white. Ed Roberts, Judy
Heumann, and Justin Dart were all pioneers in the disability rights movement, crucial to getting
civil rights laws passed—but this movement has not been without the contributions of people of
color. Unfortunately, their accomplishments are often overshadowed by white people. To that
end, I believe it is essential that we continue to raise the profiles of amazing disabled activists of
color. Here are some folks we should all know about. I encourage you to take the time to check
out their work. [Please click to the article for the complete listing]

As we approach the 25th anniversary of the Americans with Disabilities Act, we must continue to
increase the visibility of disabled people who are multiply marginalized and often invisible in the

history of disability rights, specifically disabled people of color. There would be no movement
without them.

https://thebodyisnotanapology.com/magazine/at-the-intersection-of-white-privilege-and-disability/


Pieces of the Same Puzzle: The Role of Culture in
Person-Centered Thinking, Planning, and Practice
Recorded July, 2019

The movements to advance person-centered thinking and cultural competence have evolved
along parallel tracks. This dichotomy is evident not only in the literature about person-centered
thinking but also in policy and practice. Every person is a cultural being and has multiple
cultural identities. Some people experience intersectionality due to societally imposed
discrimination because of their memberships in multiple marginalized social groups. Yet
person-centered thinking, planning, and practice have been slow to assemble the “pieces of
the puzzle” that link the integral role of culture in the design, delivery, and evaluation of
services and supports for this nation’s diverse populations. This webinar will take an in-depth
look at culture, its multiple dimensions, and the essential role it plays among states, territories,
and tribal nations seeking to align their values and policies with person-centered thinking,
planning, and practice in health and human services. It will also feature the role of culture in
services and supports that are preferred and needed from the perspective of those with lived
experience. Participants will learn to:

1. Define and differentiate culture and cultural diversity
2. Compare the concepts of multiple cultural identities and intersectionality and reflect on

their implications for the populations served in their state
3. Review current and emergent demographic trends in the United States
4. Examine the Convergence of Cultural Contexts Framework and its relevance for systems of

services and supports within states, territories, and tribal nations
5. List at least 5 roles that culture plays in person-centered thinking, planning, and practice
6. Listen to and reflect on the importance of addressing culture based on the lived

experience of individuals receiving services and supports

Meet the presenters
Tawara Goode is Director of the Georgetown University Center for Excellence in
Developmental Disabilities and the National Center for Cultural Competence (NCCC).

Andy Arias has worked as a System Change Advocate and Program Manager for Orange
County & Los Angeles for over seven years.

Chacku Mathai is an Indian-American, born in Kuwait, who became involved in mental health
and addiction recovery advocacy when he was only 15 years old.

Resources:
Slides
Recording
Presenter responses to participant questions
A Spanish-language transcript of the webinar
Plain Language Summary of the Webinar
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https://ncapps.acl.gov/docs/NCAPPS_PiecesOfThePuzzle_webinar_070919_FINAL.pdf
https://zoom.us/rec/play/tMElIr2o-G83GYLBsQSDUPFxW9S0Lqus0iUYq6YFxR7kAiILMAbyNOFDYOMerB2JsEU1j8z0geLvPkbZ?startTime=1562698827000&_x_zm_rtaid=ittd0x6hT6ii2_tEXgC8aA.1591881897279.70823736002ee3adfefed9d757acf615&_x_zm_rhtaid=697
https://ncapps.acl.gov/docs/July%20NCAPPS%20Webinar%20Q%20and%20A.pdf
https://ncapps.acl.gov/docs/NCAPPS%20July%202019%20Webinar%20Spanish%20CART.pdf
https://ncapps.acl.gov/docs/NCAPPS-July-Webinar-Summary.pdf
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Cultural Competence: What it Means for
Person-Centered Thinking, Planning, & Practice
Recorded October, 2019

Cultural competence is widely recognized as essential to the delivery of high quality and effective
services and supports by policy makers, health, mental health and social service professionals,
educators, and researchers. There is a solid base of evidence that cultural competence improves
access, utilization, outcomes, and satisfaction in health and human service delivery systems. While
this evidence is compelling, many organizations have struggled to integrate cultural competence
into their person-centered thinking, planning, and practice. This webinar will: (1) Describe a
framework for cultural competence and at the individual and organizations levels; (2) Provide a
“real life” example of an organization that values and practices cultural competence; and (3)
Highlight personal narratives of individuals who will share what culturally competent services mean
to them; and (4) Describe how cultural competence and person-centered thinking and practice are
integrally linked. Meet the presenters:

Tawara Goode is Director of the Georgetown University Center for Excellence in Developmental
Disabilities.

Brenda Liz Muñoz is an Executive Committee Member with the Georgia Council on
Developmental Disabilities and a Community Services Specialist in the Center for Leadership in
Disability at Georgia State University.

Christie Carter is the Older Adult Program Coordinator at the Milwaukee LGBT Community
Center.

Diana Autin is Co-Director of the SPAN Parent Advocacy Network, New Jersey's "one-stop" for
families, and the FV Leadership in Family Professional Partnerships.

Lorraine Davis is a member of the Sisseton-Wahpeton Sioux Tribe, and the Founder and
Executive Director of the Native American Development Center, a Native American-governed
nonprofit located in Bismarck, ND.

Resources:
Slides
Recording
Q & A
Handouts
Latino Community of Practice Resources

You can also find a transcript in plain language and Spanish by going to the website and scrolling
down to this webinar.

https://ncapps.acl.gov/docs/NCAPPS%20webinar_CulturalCompetencePt2_Oct2019_508Compliant.pdf
https://zoom.us/rec/play/v8Z5Jr-s-jI3TtWRtgSDBP9_W9S4LKus1SdP_PpYzkfnW3AKYFvzMOAUMeU05NQrGvrT7UCtJkcOX-VI?startTime=1572375627000&_x_zm_rtaid=Vd8LRtb1Sner7N6oV9CZEw.1591739847279.ad6ed21258b95e684757adb7f5596863&_x_zm_rhtaid=279
https://ncapps.acl.gov/docs/October%20NCAPPS%20Webinar%20Questions%20from%20the%20Audience%20191122.pdf
https://ncapps.acl.gov/docs/Cultural%20Competence%20Crosswalks%20-%20Organizational%20and%20Individual.pdf
https://ncapps.acl.gov/docs/LCPR%20Resources.pdf
https://ncapps.acl.gov/docs/LCPR%20Resources.pdf
https://ncapps.acl.gov/webinars.html


2020
June

NorCal Gathering Committee
June 2020, Vol. 2, Number 9

Excerpts from
Culture, Identity and Person Centered Practices
24 January 2018 | By Mary Beth Lepkowsky [Please read the complete article here]

Exploring Culture and Multiple Identities
There are times when person-centered principles are not easily understood or shared by
individuals and families of different cultural backgrounds. [For example,] families from more
collectivistic cultures may value support strategies that facilitate family and community activities
rather than individual competence and autonomy.

What are cultural groups?
All individuals are cultural beings and have a cultural, ethnic, and racial heritage, as well as other
identities. Culture encompasses a way of living based on the historical, economic, ecological,
and political forces of a group. Culture is fluid and dynamic, it’s always changing.

Getting to Know the Whole Person
Sometimes we get stuck in one dimension of diversity, the disability culture – finding it hard to
see beyond someone’s disability and recognize all the different parts that make up their identity.
[The Multiple Identities Chart] can be a great tool as we are getting to know the whole person
and helping them to connect to what matters most to them.

Multiple Identities Chart
I can use my Multiple Identity Chart as: a resource to hire staff; to introduce myself to staff and
co-workers; and, as a foundation for building my one-page profile. Try creating your own
Multiple Identity Chart with these steps.

1 Write your name in the center of the page
2 Think about all the different parts of your

identity, all the groups you belong to, all the
roles you have, all of the various cultures you
represent.

3 Map out your identities on the page with those
identities that feel most important to you –
most central to who you are – closer to your
name and those that feel less so farther away.

4 Only place identities on the map that you are
willing to share with others in the group.

5 Use green ink for those items that are valued
by society; use red ink for items that you feel
are not valued, or for which you have felt marginalized; use purple ink for elements of your
identity that seem to be in conflict.

http://helensandersonassociates.co.uk/culture-identity-person-centered-practices/

