Best Life
A person-centered newsletter aimed at supporting people to live their best lives.
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Best Life was created by Washington County Community Services staff to promote the use
of equitable person-centered best practices as we support people to live their best lives.
We will spotlight success stories, share artwork and talents, provide education about
language and goals, and offer resources. It is meant to be uplifting and supportive, and
available for all people, families, providers, and staff. The theme of this issue: Supporting
children who have a lot of health challenges to have fun, do the things they want to do,
and live their best lives .
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Spotlight:
Nora
Nora is an eight-year-old living within
Washington County. She is eligible for
100 hours per week of private duty nursing
(PDN). She is also eligible for personal care
assistance (PCA) services and the Community
Access for Disability Inclusion (CADI) waiver.
Currently, a combination of PDN, PCA, and
support from her parents is working best
for Nora. Nora also receives support through
the North St. Paul-Maplewood-Oakdale School
District and many medical professionals.

PersonCentered
Best Practices
Video Series
In 2019, Washington
County partnered
with STAR Services
to create a series of
twenty short videos
that discuss person-

Since Nora is unable to communicate with
words, her mother (who knows her best!)
answered the following questions:

Continued on page 7
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This is a picture from February of
Nora’s first ride in our first wheelchair
accessible vehicle - she seems to like it!

What are Nora’s strengths?
What does she enjoy doing?
 Smart, persistent, curious, spunky,
likes being around people.
 Loves music and books, learning, and
being physically active (although needs
help with it).

Tell us a little bit about Nora’s medical
challenges and what she needs every day.
Nora has a complex medical history and current needs. We have learned a lot about
her medical situation and daily needs over the last 18+ years, but it impacts every part of
her (and our) days and nights. Nora has significant digestive and respiratory issues that are

Email
Continued on page 2

Spring / 2022

Page 2

Continued from Spotlight: Nora on page 1
compounded by quadriplegic Cerebral Palsy. She is
on supplemental oxygen approximately 12 hours a day,
receives large doses of pain medication every six hours,
is G-tube fed on a rigid and frequent basis, and due to
significant reflux and risk of aspirations there is always
someone awake and within several feet of her.
Does Nora like to have help in certain ways?
 She wants to know what you are doing or going to
do, before you try to move her or help her move.
We have found previewing and explaining makes
a big difference.
 She also likes predictability. There is so much in her
world that she cannot control, that she likes people
who follow routines. She has a different routine and
relationship with each care provider, but she seems
to appreciate the consistency within each person.
What would you want others to know about
Nora’s health challenges that you think people
don’t understand?
Her health challenges affect every part of her day/
night. We are dependent on others for daily functioning
in a way that many families are not. For example, we
can’t just get her in the car and go, as there have to be
two people available so one can intervene medically in
the car if needed. To get her out of the house successfully
requires a lot of planning and organization - and if we
forget a piece or give a medication/food bolus late, it
will affect the rest of that day and sometimes longer.
What are the challenges or issues you run into when
getting help for Nora?
 We are incredibly lucky to have a great care team
around Nora. But, there are a lot of pieces to the
puzzle, and every time one gets figured out you have
to move onto the next one. It is challenging to even
know what options are out there for support/help,
what questions to ask, and who to ask to access
that support.
 The sheer amount of time, organization, and
mental energy of keeping track of all the pieces is
overwhelming at times. She has 15 different doctors/
medical providers, between 6-12 home care nurses
and PCAs at any given time, multiple outside therapy
providers (OT, PT, SPL, feeding), and school therapy
providers OT [occupational therapy], PT [physical
therapy], SPL [speech language pathologist], vision,



DAPE [developmental adapted physical education],
SPED [special education].
It is challenging (and ever changing) to figure out how
to navigate the systems of insurance, authorizations,
what gets covered and doesn’t get covered, and
equipment as she grows. As well as, constantly
changing home care coverage (people, shifts, etc.).

What is your biggest wish for Nora? If Nora could tell
us what her biggest wish is, what do you think she
would say?
 For her to be happy and safe. Participate in the world
in whatever way she can. The more skills she gains,
the easier it is to have people take care of her.
And she will always be dependent on others.
 While Nora is non-verbal [unable to communicate
with words], she is curious and understands the world
around her (she is at grade-level academically). She has
a unique combination of skills and deficits which has
made finding effective augmented communication a
challenge. I think her biggest wish would be for people
to talk to her in an age-appropriate manner (they tend
to baby-talk) and to be able to better communicate
with others.
Anything else you would like us to know about Nora?
Never say never. Nora has learned to do more and be more
functional than anyone anticipated. Hard work and early
intervention really do pay off by making life a little easier
every year. Our life gets a little easier / better with every
skill she learns.
As a support in a child’s life who may be experiencing
health challenges, it is important to remain personcentered to best understand what they want, need,
and wish for, as well as what their preferences are.
Being person-centered includes recognizing strengths
and understanding needs and how they prefer to receive
support, not just focusing on needs. Overall, it is about
trying to get a deeper understanding of someone rather
than what’s just surface level, recognizing the challenges
they face, and supporting their wishes! Nora’s spotlight
was a perfect summary of all these things!
Amy Heimkes, Social Worker
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Our Words Matter
To people supporting someone in living
their best life: By following best practices with
person-centered language, we show we are
taking care with the words we use when talking with
others, when talking about others, and/or when writing
about others.

of a kid with health challenges is a tough job, too!
For these families, there are a lot of extra things to do
and navigate every day, with barriers and limitations
along the way. Using inclusive, person-centered language
can help families feel supported to focus on children with
health challenges to live their best lives.

Being a kid is a tough job. Being a kid with health
challenges is a tougher job. Being a parent or caregiver

Below are some examples:

Best Practices

vs. Historical Language



Spell out acronyms and avoid jargon

Acronyms, “clinical” language, jargon
(i.e. names of programs and services)





Start with identifying a strength before describing what is needed
“Benefits from support with…”
“Needs support/help with…”

Dependent/Dependency



Specify the person’s diagnosis: “Is diagnosed with Muscular Dystrophy”

Disabled




Specify the diagnosis: “Is diagnosed with Cerebal Palsy”
“Accessible parking or ______________ is/is not accessible.”

Handicapped
(Handicapped Parking or
Handicapped Accessible)



“Communicates by [pointing to what they want or using sign language]”

Nonverbal



Use the person’s name

Patient



Specify the person’s diagnosis: “Is diagnosed with Mild Intellectual Disability” Special Needs

For more guidance on person-centered best practices and the words we use, please see Washington County’s
Our Words Matter.
Molly Henningsgard, Supervisor

Goals, Outcomes, Dreams
Your goals are just that – YOURS. They are a very
important part of supporting you to live your
best life. For those supporting someone, it is
important to understand the shift to using best practices
with person-centered goals.
The Minnesota Department of Human Services Informed
Choice and Transition Protocol defines person-centered
outcomes as: Achievement of what is most important
to the person in ways that work for [them] and build

on [their] strengths...supports help the person connect
to opportunities in the community as well as build
relationships [they] care about.
For those providing support to someone, please see
Washington County’s Best Practices – Outcomes for
more guidance and on the next page for examples
of goals and action steps:
Continued on page 4
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Continued from Goals, Outcomes, Dreams on page 3

Person-Centered Goal
Best Practices

vs. Historical Language

Lacey wants to go to the beach
when the weather gets warm
because she loves to play in the sand.

Lacey will participate on oxygen (O2) therapy
and complete daily range of motion (ROM)
to stay healthy and do activities she enjoys
in the least restrictive environment.
Action Steps

Natural Support

Lacey’s parents will continue to help Lacey get to the beach during warm weather and when Lacey is
feeling well.

Support Staff

Lacey’s nurses will provide complex medical care on a daily basis to help her stay healthy and stable,
so she can get to the beach.

Person-Centered Goal
Best Practices

vs. Historical Language

Roman wants to go for rides every day
because driving around
makes him happy and calm.

Roman’s staff will provide transportation
into the community two times per week.

Action Steps
Case Manager

Roman’s case manager will help him and his family pursue necessary steps to have a vehicle adapted
for Roman’s wheelchair.

Support Staff

Roman’s support staff will take him for rides every time they are with Roman, weather permitting.

Natural Supports

Roman’s family will take him for rides as often as they can.

Person-Centered Goal
Best Practices

vs. Historical Language

Esteve wants to be able to tell people what he likes,
doesn’t like, and what he wants to do.

Esteve wants to continue to attend speech therapy
three times per week to enhance his verbal and
communication skills.
Action Steps

Formal Supports

Esteve’s therapists, medical providers, staff, and school supports will partner with him and his family
to help him learn ways to communicate with people around him.

Natural Supports

Esteve’s family will continue to take time to understand what Roman is trying to communicate and
help him with his speech “homework.”

Molly Henningsgard, Supervisor
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My Supports (Resources)
When supporting a child who also has medical challenges, there can be a lot of things to balance on top of daily care and
typical parent jobs like doctor appointments, therapy appointments, meetings for school, staff schedules, etc. Here are
some resources that some families have found helpful:


Courage Kenny Rehabilitation Institute: Offer
aquatics, fitness and wellness therapies; adaptive
sports and recreational programs; Courage Kenny Kids
physical, occupational, and speech therapy along with
swimming therapy.
Stillwater location: 651-241-3820



Direct Support Connect: A website that helps people
and direct support workers find each other.



Disability Hub MN: A free, statewide resource
network that helps you solve problems, navigate
the system, and plan for your future.
1-866-333-2466



Family Achievement Center: Offers high quality
occupational, physical, and speech therapy services
to both children and adults.
Woodbury location: 651-738-9888



Fraser: Offers services that focus on improving
a child’s functioning at home, school, and in
the community.
Woodbury location: 612-767-7222



Gillette Children’s Specialty Healthcare: Cares for
individuals who have some of the most complex,
rare, and traumatic conditions in pediatric
medicine including cerebral palsy, spina bifida,
and hydrocephalus.
St. Paul location: 651-290-8707



Kids Abilities Pediatric Therapy: Offers speech,
occupational, and physical therapy for children
and custom orthotics.
Shoreview location: 651-451-3016
Continued on page 7

Artist Spotlight:
Austin Monzel
Austin loves to paint and completed all of his artwork by only his hand. In 2016, Austin had a very special paraprofessional
staff who encouraged him to create art. Austin has been creating art ever since!

Continued on page 6
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Continued from Artist Spotlight: Austin Monzel on page 5
artwork throughout her home instead of purchasing
artwork elsewhere!
Austin’s mother creates an annual calendar for other
family members using his artwork for each month.
Everyone loved the annual calendars so much that
his mother had many more requests for his calendars
and distributed to about 25-30 people!!
Ruth Langevin, Austin’s mom
Artist Spotlight Coordinated by Caitlin McNamara,
Supervisor

Austin is very proud of his pieces and would insist on
taking them home immediately to show them off to his
mother. Austin comes from a family of very talented
artists that are all naturals. There are many more beautiful
paintings that his mother has displayed around her home.
Austin’s mother has decided that she will only use Austin's
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Continued from Person-Centered Best Practices Video Series on front page
centered best practices. These videos are available on the Washington County PersonCentered website as training tools for providers, staff, as well as the people and families
we support. Topics range from person-centered language and goals, the power of dreams,
person-centered planning experience, and working through challenging situations while
being person-centered. Some videos feature Washington County staff!

More
Information
to Check Out


Minnesota
Department of
Human Services
Person-Centered
Practices Overview



Washington County
Person-Centered
Culture and Practice



What does personcentered mean
for me?
An introduction.
(DHS-6803)

Continued from My Supports (Resources) on page 5


MinnesotaHelp.Info: A resource that
provides a comprehensive list of
PCA agencies.


Private Duty Nursing Agencies:


Bayada: 651-482-8400



Hiawatha Home Care:
651-388-2223

1-800-333-2433




Accurate Home Care: Will
complete nursing assessment for
those using the Consumer Support
Grant (CSG). 763-633-3800

Washington County Family Health
Resources and Services: Public Health
Pregnancy & Newborn Health, Early
Childhood Development, WIC, Child
& Teen Check Ups.

Contact Us

For additional resources, please see the AA&D Resource List.

For questions or
article and spotlight
submissions, contact:

Julie Beckel, Social Worker

Real-Time Digital Medical ID App
VitalsTM Aware Services is the only real-time digital medical ID. This is an app for people as
self-advocates and for caregivers aimed at creating safer interactions, positive outcomes,
and overall peace of mind.
Launched in St. Paul, Minnesota in 2017 (now based out of Fort Collins, Colorado), this app
was created to ensure needed information is able to be communicated to emergency
personnel when responding to medical emergencies or crises involving a person with
a disability, who may communicate differently, etc. It is technology that gives 911
dispatchers and first responders exact personal information about a person’s needs,
in real time, to assist a vulnerable adult in a crisis calmly and with compassion.

The VitalsTM app currently serves individuals with:





Anxiety
Autism
Deaf/Hard of Hearing
Dementia






Depression
Epilepsy
Food Allergies
Mental Health






Parkinson’s
PTSD
Substance Abuse
Unable to Speak

All information within the VitalsTM app is encrypted, secure, and compliant with CCPA
(California Consumer Privacy Act), GDPR (Global Data Protection Regulation), and FirstNet
data standards.
For more information, visit the VitalsTM app website.

Molly Henningsgard
Washington County
Community Services
14949 62nd St. N.
Stillwater, MN 55082
651-430-6500
Email

Sign Up for
this Newsletter
Sign up to receive this
newsletter via email or
text through our Notify
Me system web page.
If you have a change
to your email address,
make sure to update
the Notify Me system so
you continue receiving
your newsletters.

