Attending Registered Nurse
Meeting Minutes
Wednesday October 5, 2022
12:00 – 1:00PM
Via Microsoft TEAMS
 
Presiding: Christina Alexander, Cori Fogarty
Coach: Gino Chisari
 
	Agenda Item
	Discussion
	Action

	Welcome/Introduction to New/Returning ARNs
	Christina and Cori called the meeting to order at 12:00PM with 8 participants present on TEAMS. 
	Noted

	Disability Identity and EPIC flag with Karen Turner and Zary Amirhosseini
	· What is Disability Identity?

            A sense of self that includes one’s          disability and feelings of connection to, or solidarity with, the disability community.

· 1 in 4 people identify as having a disability.
· People-first vs. Identity-first language

· Accommodation and Accessibility: Accommodation means some aspect of a system has been modified to meet the needs of a specific individual or group. Accessibility signifies the degree to which products and systems can be used by people with disabilities.
· 16% of inpatients in 2021 are patients with disabilities and 27% of safety reports filed in 2021 involve patients with disabilities.  
· Patients with disabilities report lower patient experience scores in every area.

                           ***NEW***
· Patient Identity Flag in EPIC
· Found on left side of the screen in Storyboard
· Replacing Special Needs Flag.  New terminology to reflect self-            identity.
· Can be entered by anyone.
· Will populate from the Admission Navigator in Disability Identity section
· Looking for ARN Champions across units to utilize new flag and discuss experiences using new flag.   
	

· Increase understanding of Disability Identity






· Awareness of new terminology and need to bridge the gaps of disparities in care of patients with disabilities.





· Increased awareness in need to better patient satisfaction with care experience.







· Familiarize/update practice to using new flag with patients.





· Contact Karen and Zary to become a champion for your unit.



	Check In
	
· Christina & Cori seeking feedback or ideas for future guest speakers or topics of interest
	
· Please e-mail Christina or Cori if you have input or suggestions for future meetings
· Next meeting is Wed. Nov 2, 2022


 
 


image1.emf
ARN Presentation  Oct 2022 (1).pptx


ARN Presentation Oct 2022 (1).pptx
Disability Identity

Zary Amirhosseini, MEd

Karen Turner, MS, OTR/L

October, 2022

MGH Equity and Community Health  |   Confidential—do not copy or distribute















‹#›





1







Agenda

Who We Are



Disability Identity



MGH Disability Data



EPIC Disability Identity Flag – Seeking your help!
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Who We Are
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MGH Disability Program at a Glance









Patient & Employee Accommodations



Service accommodations for patients with disabilities

Toolkits for managers and employees with disabilities

ADA Compliance



Review AAB and ADA guidelines

Respond to ADA complaints through OPA

Collaborate with compliance office, OGC



Disability Policies



Develop and review policies and guidelines (e.g. service animal, wheelchair scales)

Education & Training



Development of Healthstream

Modules  (>2000 trained), in-person training











Accessibility Websites



Develop and maintain internal and external Web sites with resources for patients and staff (Apollo site ranked #30 across all MGH Web sites)

Consultation



Provide consultation and education to other entities (e.g. hospitals, universities, US Dept of Labor)

Advisor to Council on Disabilities Awareness

Community Health



Participate as a board member for city of Boston disability commission, BCIL, MRC, Perkins School for the blind

Harvard Medical School disability awareness campaign

Reporting



Submit annual reports to MassHealth (pay for performance) on available accessible equipment, education and wait times
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The Disability Program was created in 2010 in response to our patients with disabilities who described the ways in which they found the MGH to be inaccessible. As a result, we set priorities and strategies to improve the experience for those with disabilities and collaborated with Brigham and Women’s Hospital and the Boston Center for Independent Living in four major areas: remediation of architectural barriers, installation of accessible medical equipment, adoption of policies and procedures that improve access to health care for individuals with disabilities, and training of hospital staff and volunteers. 



Over the last 12 years we have installed more automatic door openers and lifts, purchased height-adjustable exam tables, and updated bathrooms to be ADA compliant. We have hosted panel discussions, speakers, educational sessions and town halls focused on a range of disability topics, and we’ve posted web information for patients with disabilities and their families as well as an Apollo site to provide resources to staff. 

 

And in 2020 the MGH Disability Program became part of the Equity and Community Health department, facilitating closer coordination with equity and inclusion efforts across the hospital. 



4









MGH Healthcare Inclusion Program for ASD/DD at a Glance



Patient Navigation



Care coordination, healthcare access, longitudinal support 

(>625 patients & families served across 55 unique locations)

Advanced Practice OT Services



Healthcare visit intervention support for patients, caregivers and providers (>1250 unique healthcare encounters)

Care Plan & Tool Development



Creation of specialized care plan for ASD and integration into departmental systems

ASD/IDD Champion Network



>100 Champions Staff and providers invested in improving care for patients with ASD/IDD









Education & Training



Education or training on caring for patients with ASD/IDD to >1300 MGH staff and providers 





Consultation & Community Connections



Provide consultation to healthcare institutions

Collaborate with local and national autism organizations

Departmental Collaboration & System Improvements



Collaboration with departments across MGH (ED, inpatient, OR, procedural areas, clinics)

Dissemination of Best Practices



Presenting and co-presenting with Champions on program and quality improvements regionally and nationally
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My role began as the vision of a highly committed collaborative of MGH leaders, clinicians and parents who sought to improve the care of our patients with autism. Since 2016, I have grown this role into a program – the Healthcare Inclusion Program for Autism and Developmental Disorders. I have served more than 625 patients and families, collaborated with colleagues throughout the hospital to improve systems of care, and grown a network of more than 100 Champions for Autism, whom I depend on every day to support our patients with autism and developmental disabilities. I joined the MGH Disability Program a year ago under Equity and Community Health in October 2021.
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Key Successes and Recent Accomplishments
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For patients with disabilities – whether autism, mental health, physical or sensory– COVID19 brought significant challenges, including tolerating COVID testing, mask use, and access to support persons. In the face of these challenges, we worked to find innovative solutions to these barriers so patients with disabilities could get the support, services and accommodations they needed. The result at MGH included >5000 clear masks distributed, policies for support persons and alternative masks, and inclusion of the EPIC disability flag on equity dashboards. Our work was highlighted in the New York Times and Harvard Health Publishing. 



At the same time, MGH also celebrated the 30th anniversary of the Americas with Disabilities Act with a Diversity Dialogue featuring renowned disability rights activist Judith Heumann, and This is Me, a photo-essay exhibit celebrating individuals with disabilities.



Karen and I also participate in local and national organizations, such as the City of Boston Disability Commission, the Autism Research Institute, and the Disability Equity Collaborative.
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Disability Identity
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Disability as Identity

A sense of self that includes one’s disability and feelings of connection to, or solidarity with, the disability community 
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Many individuals with disabilities experience their disability as a part of their personal identity, and feel comfortable disclosing their disability to healthcare organizations. In a MGB survey of primary care patients conducted last year, 95% of respondents were willing to provide disability data. This high response rate is consistent with national studies. 
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Disability is Intersectional

1 in 4 adults identify with having a disability; this number is likely to be higher in health care settings



Disability is intersectional with all other forms of identity, and therefore it is important to include disability when discussing equity















Image credit: 
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Disability is intersectional with all other forms of identity, and is also highly prevalent – one in 4 adults identify with having a disability.



Disability prevalence is also higher among some groups – for example, 40% of bisexual men and of transgender adults have a disability; 30% of American Indian and Alaska Native individuals have a disability.
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People-first vs. Identity-first language

Image credit: https://starautismsupport.com/march-newsletter-autism-acceptance-and-advocacy
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Disability is integral to a person’s very identity. We cannot separate disability from self.

We are all people first and foremost, regardless of disability or other aspects of our identity. Disability is secondary to the person.
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This slide is titled “People-first vs. Identity first language. It includes two illustrations. One of a smiling young girl holding the infinity symbol for neurodiversity in her left hand. The other illustration shows the smiling young girl standing in front of a large infinity symbol for neurodiversity with her arms outstretched.  



While there is no single correct vocabulary surrounding disability, two common philosophies tend to be most prevalent:



Person-first language stems from the idea that we are all people first and foremost, regardless of disability or other aspects of our identity. Common phrases that align with this philosophy include “I am a person with a disability”, “I am a person who has a disability.”, “I am a person with lived experience with a disability”. The key here is that disability is secondary to the person.



Identity-first language embodies the idea that disability is integral to a person’s very identity; that we cannot separate disability from self. Common phrases that align with this philosophy include “I am disabled.”, “I am autistic”, “I am Deaf”, “I am an amputee” or “I am wheelchair user.”



It is important to respect and acknowledge a person's preferred vocabulary, and no two people identify themselves in the same way. 
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How We Identify 
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This slide is titled “How We Identify”, it has 2 images. 



I think of disability identity as fluid and dependent on where an individual is in their journey.  



One identity is through the lens of disability pride. A positive sense of self, feelings of connection to, or solidarity with, the disability community.



The images on the left are of the Capitol Crawl protest on March 12, 1990. This was the time when thousands of people with disabilities came together to protest for  disability right and to end discrimination.  This was of course a critical event leading to the passage of the ADA.   



Although some individuals embrace their disability as an aspect of their personal identity and feel connected to a specific community, others may not.  One woman illustrated her experience with disability with an image of a tomato and this description: “I have a disability, but I don’t think of myself as disabled. Just like a tomato that’s technically a fruit, but feels likes a vegetable.” 
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Flexibility is the Key!

Image credit: https://www.newsbharati.com/Encyc/2018/4/24/paralysis-treatment-.html
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This slide is titled “Flexiblity is the Key!” It has one photograph of a young man in the following 3 positions: sitting in wheelchair, standing using loftstrand crutches, and standing without an assistive device.



This image is a visual representation of how the experience of disability can fluctuate. 



For example, wheelchair users may be able to walk short distances, or may even be able to go without using a wheelchair on some days. 

Autistic individuals may use headphones to enjoy listening to loud heavy metal music. However, other loud or sudden noises in the environment - such as medical alarms - may feel painful to them. 



Also keep in mind that a visible disability does not mean the individual self identifies exclusively that way. For example, someone may identify as a Deaf individual who uses a wheelchair. This individual identifies as Deaf, but does not consider their physical disability part of their personal identity. 



The key is to be flexible and not make assumptions.

12



Disability Etiquette	



Disability etiquette is a set of guidelines dealing specifically with how to approach a person with a disability. Basic disability etiquette involves treating people with disabilities with respect.  



Speak to the person directly, not to the person accompanying them. 

Do not make assumptions about what they can or cannot do. The impact of a specific disability can vary widely from person to person, so offer assistance only if it appears to be needed. 

Acknowledge and respect the individual’s ability to make decisions and judgments on their own behalf.  

Always use “people first” language (or based on community preference)
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Disability Etiquette

Disability Etiquette - A Starting Guide - Disability:IN (disabilityin.org)
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Accommodations & Accessibility
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Accommodation means that some aspect of a system has been adapted or modified to meet the needs of a specific individual or group. Accommodations are patches or fixes, applied retroactively to overcome barriers in the environment or system.





Accessibility signifies the degree to which products and systems  can be used effectively by people with disabilities. Accessible technology is technology that is designed for use by the greatest number of people, including people with disabilities, and doesn’t require adaptation or modification to remove barriers to access or operation. 





MGH Disability Data
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2021: Percentages of patients identifying with a disability :
		

Insights:



Of the 15% (N=7402) inpatients who identify having a disability, most of them have a physical disability followed by those who have multiple disabilities and hearing impairments.



Of the 8% (N=133570) patients with ambulatory visits and identify as having a disability, most of them have a physical disability followed by those who reported having cognitive/autism disabilities and hearing impairments.



Of the 12% (N=12256) patients with ED Visits and identify as having a disability, most of them have a physical disability followed by those who reported having multiple disabilities, and visual impairments. 





MGH Inpatients

MGH Ambulatory Visits

MGH ED Visits
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Earlier this summer CQS integrated the EPIC disability identity flag into DE&I dashboards. We were excited to see this data and found it quite humbling.

The prevalence of patients with disabilities receiving care at MGH ranges from 8-15%. This low number likely represents an undercount of the true prevalence, given national and state prevalence is 25%.

Still, there is much we can learn – for example, patients with physical disabilities are most prevalent, followed by patients with multiple disabilities. 
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Safety Events Reports related to Patients with a disability.

% of 2021 admissions that are patients with disabilities:  16%  (7402/41,878 of patients with known disability)


% of 2021 reported inpatient safety events that happen to patients with disabilities:  27%   (2513/9430)

Almost half of the inpatient safety events that occur among patients with PHYSICAL disabilities.





		Disability Type		Frequency 		Percent

		Autism		17		0.68

		Cognitive		168		6.69

		Hearing		266		10.58

		Multiple		541		21.53

		Physical		1151		45.8

		Speech		46		1.83

		Vision		324		12.89



MGH/MGPO Lawrence Center for Quality and Safety | Confidential—do not copy or distribute
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These charts display safety events that happen to patients with disabilities. Although patients with disabilities represented only 16% of inpatient admissions, 27% - more than quarter - of inpatient safety events happened to patients with disabilities. The top three safety event types were skin/tissue, care/service coordination, and medication/IV safety. 
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Patient Experience Scores, Inpatient Survey, by Disability Identity





About the data:

Measurement Period between 5/1/21-4/30/22

Data combines MGH inpatient survey and MGH Inpatient Newborn survey.



Insights:

Scores are consistently lower for patients with a disability compared to patients without a disability.

Questions showing the largest disparities are:

-Interpreter access.  (19% difference)

-Providers providing and explaining discharge instructions (9% difference)

-Patients having enough input or say in their care (9% difference).













Disability Identity
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This chart displays patient experience scores divided into patients identifying with a disability in blue, and patients without a disability in gray. As you can see, the scores are consistently lower for patients with a disability compared to patients without a disability. This same pattern was noted in ambulatory patient experience scores.
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Disability Identity Flag
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Disability Identity Flag

Documentation of Disability:

Is necessary for addressing disparities and improving care 

Assists with provision of disability accommodations

Recognizes disability as a demographic characteristic 
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The Disability Identity flag appears in green in storyboard. When you hover, the flag reveals additional Disability Accommodations information in the comment. The next phase of our work on this flag will focus on providing standardized patient and clinically relevant accommodations to select from. 
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Transition from Special Needs to Disability Identity Flag

UPDATED Disability Identity (multi-select)

Autism spectrum/neurodivergent

Blind/Low vision

Cognitive/learning

Deaf/Hard of hearing

Mental Health

Physical/Mobility

Speech/Communication

Yes, patient prefers not to provide details

Other (clarify in comment)

None

Declined

Unavailable

Key Changes:

Renamed to Disability Identity

'Impairment’ terminology removed 

Categories reflect respect for how disability communities self-identify

Additional categories reflect populations that experience significant barriers to accessing healthcare

Based on best practices (e.g. NHS Reasonable Adjustments flag), research, clinical and patient experience and feedback
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How Do I Access and Edit the Disability Identity Flag?
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Disability Identity Flag – We Need Your Help!



Looking for ARN Champions across units to:

Explore asking patients about disability and accommodations documenting the patient’s response in the Disability Identity Flag/Disability Accommodations Comment

Leading with benefits of discussing or disclosing may help open the conversation

"What could we do to make you feel more comfortable?"

"What would make you feel more independent?"

"What kind of resources would be most helpful to you at this point?

Goal of identifying is for access, empowerment, and to provide resources

Zary and Karen will connect with you about your experiences using the flag

“Do you identify with any of the following disabilities, communities or conditions?”​

“Due to your disability or condition, will you require any assistance or accommodations during your healthcare visits?”
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In closing



Disability Identity is a sense of self that includes one’s disability and feelings of connection to, or solidarity with, the disability community 



MGH patients with disabilities experience documented healthcare disparities 



Documenting in the Disability Identity Flag will help continue to understand disparities, support improvements in care, recognize disability as a demographic, and support provision of accommodations





Zary: zamirhosseini@partners.org, 617-643-7148

Karen: kturner4@partners.org, 617-643-6627
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CITY of BOSTON | Mayor Michelle Wu
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Mass General Brigham Approved Alternative Face
Masks for Patients, Designated Support Persons,
and Employees with Disabilities
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Mass General Brigham | Office of Diversity, Equity & Inclusion

Final Session - Accessibility to Care is Crucial:
Supporting People of All Abilities

Featuring:
| g8 Zary Amirhosseini, M.Ed. Cheri Blauwet, MD Bill Henning
w ' Disability Program Manager Director of Disability Access Executive Director
Massachusetts General r and Awareness Boston Center for
& Hospital Spaulding Rehabilitation Network s Y Independent Living (BCIL)
and Partners Continuing Care

Leonard DeBenedictis, LICSW, CEAP Judith "Judy” Ellen Heumann, MPH
Senior EAP Consultant American disability rights activist
Employee Assistance Program and author

‘\' Mass General Brigham
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This Is Me

In celebration of the 31st anniversary of the Americans with Disabilities Act, we present the This

Is Me exhibit. Click each name below to learn more about each participant in the exhibit.

This Is Me amplifies the voices of individuals living with disabilities and chronic health conditions, caregivers and

disability rights activists.

The diverse perspectives featured in this exhibit remind us how far we have come in the healthcare system and in

society over the past 30 years. They also remind us of how much work remains to be done to achieve true equity

and full inclusion.

Una with Family

"My advice to you: If you see an individual or a
family with autism, smile. You know? Just be
friendly and if someone is struggiing, ask if you can
help. And just don'tjudge.”

King

*A diagnosis is not just a diagnosis —there’s a story
behind it. | envision a healthcare system, and
medicine, to be a world where we're seen as
human beings first."

\

Nini
*For Deaf and Hard of Hearing individuals, nothing
can happen before communication access. Once

that need is met, we can go forward. It can be a
matter of life or death.”
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Coronavirus Tests Can Be Scary
for Kids. Heres How to Make

Them Easier.

Anasal swab is invasive and uncomfortable for anyone. For
children, knowing what to expect can help ease the anxiety.

Boersaide A [
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A MassGeneral Hospital
iK for Children-

Coronavirus Nose Test

The nurse will do a coronavirus test by putting the cotton swab
into my nose.

The swab will get mucus from the back of my nose.

T'will help the nurse by keeping my head very still and my arms to
my sides.
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Disability Access:
Creative Problem
Solving and
Innovation

During COVID-19

Thursday, October 29 Introduction by Joseph Betancourt, MD,
12:00- 1:15 pm e

PANELISTS:

Cathieen Durham, RN, MSN, CPN, CLC ~ Christina Orr, MSN, FNP-C

MassGeneral Hospital for Children MGH Cancer Center
Hiyam Nadel, RN, MBA, CCG. Joseph Mazza

MGH Center for Innovations in Care MGH Police, Security and.
Delivery Outide Services

Rachel Towbin, MS, CCCSLP
Speech Language Pathologist.
MODERATOR:

Zary Amirhosseini
MGH Disabilty Program Manager
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Helping people with autism
spectrum disorder manage
masks and COVID-19 tests

i 7w

June 10,2020

By , Contributor, and . Contributor

The COVID-19 pandemic has presented many new challenges for people with autism spectrum disorder

(ASD). Features of ASD, including impaired social and communication skills, repetitive behaviors, insistence
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Adults with Disabilities: Ethnicity and Race

When it comes o the health of peaple with disabilities, it's important to know the health differences among racial and ethnic groups

Approximate number of adults with a disability by ethnicity and race

Black Native Hawaiian Asian
Pacific Islander

i ¥
B W

have a disability have a dis

ility have a disabili have a dis

ity

Percent of adults with a disability who are obese or smoke
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1,242,139 adults in
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400/0 of bisexual men
'm & 360/0 of lesbian women
360/0 of bisexual women
H o 0/ of 3
2in5 1in4 2% J et

transgender adults' LGB adults? reported having a disability

in California

...compared to 27.20/0

of the general population*

Note: curent estimates suggest here are between &-11 milon LGBT adults i the Urited States. Assuming that approximately on i four have a disabilty,we estimate there are between 35 millon LGBT people witha disabily.
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Person-first language Identity-first language

“I am a person with autism” “I am autistic”
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| FEEL
LIKE A
TOMATO

| have a disability, but | don't
think of myself as disabled.

Just like a tomato that's
technically a fruit, but feels
like a vegetable.
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DISABILITY ETIQUETTE
A STARTING GUIDE

GENERAL DO’'S AND DON'TS

Get to know your colleagues as people and professionals!

Don't assume other people's needs/wants.
Use ‘Disability Pride’ language:
"Wheelchair user" instead of "confined to a wheelchair."

INDIVIDUALS
WITH MOBILITY DISABILITIES O

+ Do not touch a person’s mobility equipment.

« Be considerate of possible pain, balance, or post-
traumatic stress issues during physical contact.

+ Put yourself at the person’s eye level when engaging
in a conversation; rather than kneeling, pull up a

\ chair. )

INDIVIDUALS
O WHO ARE BLIND OR LOW VISION

+ Identify yourself when entering a conversation and
announce when you leave.

« When serving as a sighted guide, offer your arm
or shoulder rather than grabbing or pushing the
individual.

+ Describe the setting, environment, written material,
and obstacles when serving as a sighted guide.
+ Resist the temptation to pet or talk to a animal
\ guide or service animal.

INDIVIDUALS
WHO ARE DEAF OR HARD OF HEARING

+ Gain the person’s attention before starting a

conversation.

« Iftheindividual uses a sign language interpreter,
speak directly to the person, not the interpreter; keep (’
your eyes on the individual and not on the interpreter.

J

+ Face the person and speak in normal tones.

INDIVIDUALS

| I I | | WHO HAVE SPEECH DISABILITIES

+ If you do not understand what the person is saying,
ask the person to repeat what they said and then

repeat it back to ensure you understood.
+ Do not speak for the person or attempt to finish

their sentences.

INDIVIDUALS
WHO HAVE NON-APPARENT DISABILITIES

+ Recognize that disclosing their disability comes
with risk.

+ Engagein a dialogue to determine individual needs.
+ Seek to understand their lived experience.

+ Support accommodations.

+ Honor requested confidentiality.

What are some other tips?

Disability:iln\}
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Counts of General Event Types reported for inpatients with disabilities (2021)

skin/TissuE I 621
CARE/SERVICE COORDINATION [N 403
MEDICATION/IV SAFETY
FaLL [ 198

LAB SPECIMEN/TEST
UNg/TUBE 114
EQUIPMENT

CONTROLLED SUBSTANCE i 103
DIAGNOSIS/TREATMENT | 38
DIAGNOSTICTEST | 25
AIRWAY MANAGEMENT | 22
ID/DOCUMENTATION/CONSENT | 20
INFECTION CONTROL |18
BLOOD/BLOOD PRODUCT |18
SURGERY/PROCEDURE | 14

FACILITIES/ENVIRONMENT OF CARE 2

Grand Tota! I 2,513
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View Disability Identity Inform

When disability and accommodations information is entered by either registration, scheduling, front desk staff or
clinicians, a green Disability Identity flag appears in the Storyboard (left-hand side of screen). Hover over the flag
or click to open a box and view the Disability Identity and Disability Accommodations Comments information.
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Enter/Edit Disability Identity w Inpatient Admiss|

Nursing/Provider: Admission Navigator

For nursing and providers, there is also a Disability Identity section within the Admission navigator that opens the
same Disability Identity activity:

1. Access an Admission.

2. From the form navigator, select Disability Identity.

3. Select as many Disability Identity values as the patient identifies
4.

You can also add any accommodations as free text in the Disability Accommodations Comment field.
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