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Cultural Agility
when cultural competence means 

planning to change your plans

National Genetics Education 
and Family Support Center



National Genetics Education and Family 
Support Center (Family Center) 

Funded by HRSA/HHS to:
– Help families develop skills to partner with professionals and improve systems of care

– Assist RGNs in partnering with families & family-led orgs

– Assist with outreach to diverse & medically underserved families

– Provide Education & Support

Made up of:



Agenda

• Introductions
• Cultural humility (20 min)
• Break 
• Capacity building (15 min)
• Break
• Group activity (30 min)
• Adaptability (25 min)
• Break
• Shared leadership (20 min)
• Conclusion



INTERSECTIONALITY



CULTURAL HUMILITY



The Law: Executive Order 13166

On August 11, 2000, the President signed Executive Order 
13166, "Improving Access to Services for Persons with 
Limited English Proficiency" (PDF). The Executive Order 
requires Federal agencies to examine the services they provide, 
identify any need for services to those with limited English 
proficiency (LEP), and develop and implement a system to 
provide those services so LEP persons can have meaningful 
access to them. It is expected that agency plans will provide 
for such meaningful access consistent with, and without 
unduly burdening, the fundamental mission of the agency. The 
Executive Order also requires that the Federal agencies work 
to ensure that recipients of Federal financial assistance provide 
meaningful access to their LEP applicants and beneficiaries.

http://www.gpo.gov/fdsys/pkg/FR-2000-08-16/pdf/00-20938.pdf


The National CLAS Standards
(Culturally and Linguistically Appropriate Standards)

Principal Standard

“Provide effective, equitable, understandable and respectful 
quality care and services that are responsive to diverse cultural 
health beliefs and practices, preferred languages, health literacy 
and other communication needs.”

Other Standards in the following areas:

• Governance, Leadership and Workforce
• Communication and Language Assistance
• Engagement, Continuous Improvement and Accountability

https://minorityhealth.hhs.gov/omh/browse.aspx?lvl=2&lvlid=53



How do we do this?

• The Technical Challenges are defined as those that can 
be solved by the knowledge of experts

• The Adaptive Challenges can only be addressed 
through changes in people’s priorities, beliefs, habits 
and loyalties

Source: Perspectives on Change, by Ronald Heifetz

http://changetheorists.pbworks.com/w/page/15475038/Ron Heifetz


What is Cultural Competence?

Cultural competence is a developmental process 
that evolves over an extended period of time. 
Individuals, organizations, and systems are at 
various levels of awareness, knowledge, and skills 
along the cultural competence continuum. 

Source: https://nccc.georgetown.edu/documents/NCCC-Climate-Checklist.pdf



Latin America



Hispanic Countries



What is Linguistic Competence?

“The capacity of an organization and its personnel to 

communicate effectively, and convey information in a manner 
that is easily understood by diverse groups including persons 
of limited English proficiency, those who have low literacy 
skills or are not literate, individuals with disabilities, and those 
who are deaf or hard of hearing.”

Source:https://nccc.georgetown.edu/documents/NCCC-
Climate-Checklist.pdf



Thinking about DISGUST…

Small group discussion (5-7 minutes)

• What are some things that are disgusting?

• How do you know what is disgusting?



Until that Fateful Day



Cultural Humility

Is the belief that providers, teachers and legislative 

officials optimally allow each patient, student, 

family or constituent to inform them as to the 

important aspects of their own  personal culture, so 

that they can form a mutually respectful and 

humble partnership, working toward the 

individual’s well-being. 



CAPACITY BUILDING



Targeting capacity building

Who needs to build capacity?

• Us

• Them

• All of us, together



Thinking about COMPETENCE…

Small group discussion (5-7 minutes)

• What skills does everyone need to have?

• How do you know what skills everyone needs 
to have?

Danny’s story from Raymond’s Room: Ending the Segregation of People with Disabilities, 
by Dale Dileo



Racism education

• Racism today
– The enduring impact of “historical” racism

• Replacing color blind with color aware
– Anti-oppression training

– Implicit bias

– Race privilege

– Intersectionality

– Critical theory

– CELEBRATING
our diversity



Establishing Trust: Cultural Liaisons

• Cultural liaison as a cultural guide-
Assisting in developing educational materials 
that will help families to navigate the systems 
that they encounter, while empowering them to 
make changes

• Educate providers about the needs of the 
families in your state to empower them to serve 
diverse communities in a culturally responsive 
manner.

Source: NNCC – Cultural Divide in Healthcare



Cultural Liaisons are not interpreters

• A cultural liaison can be an advocate, though not 
always

• Understand cultural norms and educate both 
parties to promote more effective and responsive 
interactions

• A liaison checks for understanding, communicates 
freely and respectfully with the family and provider

• Built trust with both parties allows for 
communication BEYOND interpretation



Lessons learned

• Listen, ask and observe

• Seek to understand rather than to be understood

• Not all people from the same ethnic, linguistic and 
racial groups are the same- address my own biases

• I’m not an expert on “my” people

• Behold humility, strive for humility, work in humility



ACTIVITY

Do you want to build a tower?



What Happened?

• Was there a division of labor early on?

• How did the power distribution happen in your 
team?

• Did everyone participate?

• Was there ONE prevailing plan?

• Are you proud?



ADAPTABILITY



What’s in a smile?

Vastly different perceptions of smiling people across cultures

• A Russian proverb says “smiling with no reason is a sign of 
stupidity”. 

• The Norwegian government humorously explains nuances of 
Norwegian culture by indicating that when a stranger on the 
street smiles at Norwegians, they may assume that the stranger 
is insane (EURES 2010). 

• There’s a correlation between corruption and the perception of 
a smiling adult.

• Yet, smiling is generally perceived as a prosocial behavior.

Source: Be Careful Where You Smile: Culture Shapes Judgments of Intelligence and Honesty of Smiling Individuals 
Kuba Krys1 et al. J Nonverbal Behav (2016) 40:101–116 DOI 10.1007/s10919-015-0226-4



Do you know your biases?



Where does this leave us?

• Work culture vs. work ethic

• Sense of time and timing

• Establishing trust

• Relinquishing control



Work Culture vs. Work Ethic

"the best-laid plans of mice and men oft go 
astray."

• How do we think of the way others work when 
they work differently?



Sense of timing

• Lead times for different cultures vary widely



Establishing Trust

• Establishing mutual trust should be an 
intentional process. 

• Consider all the dimensions of how we relate to 
one another

• Who, in your organization, has a clear 
understanding of those dimensions?

• Above all, respect engenders trust



Relinquishing control

• Will the tower fall? 
• Will it be the tallest?
• Will we get the recognition we have worked 

so hard for?
• Will we get the data?
• Data
• DATA



Thinking about AUDIENCE…

Individual exercise (5-7 minutes)

• Who do you serve?

• Do they know you serve them?

• Who should you serve?

• Who can you serve?



Working within systems

• Planning

• Budgeting

• Implementation



Planning

• Plan and PROCESS for adapting as you go
– “The draft recruitment flier is shown in Exhibit A; 

The Community Oversight Board will review this flier 
for language and cultural appropriateness and assist 
us in developing variants targeted for specific sub-
communities within the community.”

• Establish buffer zones against the unexpected 
– Avoid tight schedules

– Build in quality improvement, such as Plan-Do-
Study-Act



Budgeting

• Allocate funds for community engagement

– For example, stipends for Oversight 
Committee.

• Allocate funds for capacity building

• Identify funds that can be reallocated

• If budget is tight, re-evaluate scope

–PRIVILEGE cultural agility



Implementation

• Identify adaptive and technical challenges

• Develop a toolkit of methods

– WAY easier to change tools in the middle if you 
already have it in your toolkit!

– An adaptable approach to technical challenges

• Structure vs openness

– A balancing act with no set solution

– Core vision, values, goals are essential



Shared Leadership



Thinking about FAILURE…

In small groups, take 5-7 minutes to talk about a 
time when your outreach effort to a new 
underserved population fell on its face.

• What happened? Did you know what 
happened?

• Did you go back and try it again?

• Are you still re-grouping?

• What do you think will happen if things 
continue as they are?



On Best Practices

• Best Practices are co-developed in accordance 
with specific regional and population needs

• A high level of specific community involvement 
ensures a higher likelihood of success

• Developing relationships with specific 
community leaders and offering them an equal 
seat at the table will lend inclusive solutions to 
outreach and education. 







Infographics



Strategic plans



Intersectionality

in(t)ərsekSHəˈnalədē/
noun
• the interconnected nature of social categorizations such as 

race, class, and gender as they apply to a given individual or 
group, regarded as creating overlapping and 
interdependent systems of discrimination or disadvantage.

• "through an awareness of intersectionality, we can better 
acknowledge and ground the differences among us"



RESOURCES



National Genetics 
Education and Family 
Support Center
• Family Engagement

• Family Voices leadership training

• Update of Advocacy ATLAS

• Matching to family-led and disease advocacy 
organizations

• Education & Support

• DiseaseInfoSearch.org

• GenesInLife.org

• Partnership with Genetics and Rare Disease Information 
Center as national call center

• Outreach & Referral

• Referral to cultural and community-based organizations

• Webinars and trainings on topics such as cultural humility, 
translation, low literacy writing, and user centered design. 



A Gold Standard in Resources



Resources



Resources



Resources



Family Voices   
PO Box 37188
Albuquerque, NM 87176
Phone (505) 872-4774 
(888) 835-5669 
www.familyvoices.org

Maria Isabel Frangenberg
Washington, DC
mFrangenberg@FamilyVoices.com
(202)317-2216

http://www.familyvoices.org/

