PROVIDING EXCELLENT
CARE TO INDIVIDUALS
WITH IDD

Dr. Sarah Davis, DO, PGY2

ABOVE ALL, COMPASSION, FLEXIBILITY
AND INNOVATION WILL GO A LONG WAY

Dirty, unclipped fingernails, messy, unclean clothes and a reserved demeanor was all
the team needed to observe to know that something was “off”” in their patient’s
world, in his well-being. A man in his 30’s with intellectual and developmental
disabilities presented to the clinic for a routine appointment. | stood there holding
this non-verbal, young man’s hand, as the applied behavior analyst assured me that
this generally helps him relax and watched as the team got him settled into the
exam chair. | will admit, in my eyes at that moment, before us was a bit disheveled
and nervous patient, but unfortunately not unlike other adult patients with
intellectual and developmental disabilities | had met that had not been well cared
for by others.What | did not know, was that this was entirely different than the

norm for this particular gentleman.
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ABOVE ALL, COMPASSION, FLEXIBILITY AND
INNOVATION WILL GO A LONG WAY

Later after stepping out of the room, | was told that while generally he is still a
somewhat nervous guy, once put at ease, he could usually brighten a room with his smile
and laughter and that he always attended appointments looking quite clean and put
together.Team members certainly painted a picture of him that we were not seeing that
day.They also observed that he had been brought to this appointment by a woman who
was not his usual caregiver, and so they proceeded to ask her about this and came to

find out that many changes had recently occurred in the care of this young man leaving
him quite vulnerable and not-well. As you can imagine, these changes put many aspects
of his medical conditions at risk. The providers and staff, put aside their original agenda
for the visit and made a point to intervene and dedicate visit time to ensuring this
patient went home under better circumstances than he came in.While not what he
initially came in for that day, different aspects of care were addressed to protect and
preserve his health, which is ultimately our goal at each patient visit.
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Discuss ways we as providers and clinic staff can better the
experience of health care visits for patients with IDD

Discuss

OUTLINE & DY TS Demonstrate specific ways to apply these concepts and other

O BJ E C T | V E S considerations during patient encounters

Introduce common topics needing to be addressed for this
{{liecle- population

Prepare our work space (whatever medical setting that
Prepar'e may be) to provide safe and inclusive environments for
healthcare visits

OUR ROLE IN THE

HEALTHCARE Initiat Initiate conversations regarding improving access to
SETTING nitiate quality care for this population

Avoid making any assumptions regarding their health
choices based on their intellectual or developmental
disability

Provide all options for care and collaborate with patient
and their team to develop care plan

Educate
and
empower

Educate and empower these patients and their caregivers
using methods they understand

Advocate Advocate for their health and personal wishes




PREPARE

Longer appointment times
Accessible and ADA complaint clinic

Larger exam rooms for assistance devices and
additional people

Allow for trusted family members and
caregivers to be present during encounter

Safe transfer techniques for non-ambulatory
patients

Possible flag in chart showing patient will need
assistance, allow for preparation and also if the
patient makes their own medical decisions, and
if not who does

Accommodating, compassionate and educated
staff

Allow patients to visit the clinic, see exam
rooms and meet staff prior to their
appointment- Develop your own Social Stories

Don’t be afraid to initiate difficult conversations
with colleagues about improvements we can
make in the care for those with IDD as well as
with patient’s and their care team.

Who: Patient, possibly family and care team
members, colleagues

What: Medical Decision Making, Health
Conditions, Quality of Life Measures etc

When: Primary care visits, specialty visits, in
patient settings. May address certain things at
different ages, taking into account their
development

Why: Patients with IDD have desires, wishes and
rights, and they deserve excellent medical care,
just as any other patient

How: Depending on their intellectual age and
communication styles, may use videos, pictures,
models etc. Send families home with resources
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> Not directly speaking to the patient,
and only speaking to care team
members

* Remember that even if the person is
non-verbal, they may comprehend well

* Assuming what you read in the chart to
be true

* Assess the patients individual wishes,
comprehension level etc for yourself if
first time meeting with her

Terminology *

* Make sure to provide all health care
and treatment options, that are safe for
the patient

* Non-biased medical expertise

* Resources for patients and care team

PROVIDE
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* Empower your patient to make
educated and informed decisions for
themselves, or families of the patient

* Educate the patient about their own
body, health conditions, and options in

EDUCATE & ways they best understand
EMPOWER

* Help to connect with support groups

M

* Individuals with IDD are an incredibly
vulnerable population, which requires
physicians and entire health care team
to be engaged, inclusive, and observant

* Advocate for your patient’s right to be
involved in their own care plan
* If patient is unable to be involved, work

ADVOCATE with their care team and advocate for

them yourself

* If you believe not all members have
patient’s best interest in mind, you may
need to consider advocating for your
patient with legal measures

\
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PATIENT ENCOUNTER

CONSIDERATIONS

* Address the patient themselves, and not only their caregivers HISTORY

 Even if a patient is non-verbal, do not assume they do not
comprehend

* When having discussions, make sure patient feels included i.e.
face their wheelchair or walking devices towards you, sit at
their level etc.

* For those with language barriers: may have communication
devices to use

* Assess their intellectual capacity for yourself if you have not
worked with this patient, instead of making assumptions off
notes of previous providers

 Trust your intuition, but generally the patient’s family members
and care team know the patient extremely well, and you
should listen and take in to account when they notice
something is off

 Additionally, important to note medication changes, as they can
often be on many, changes to care team, routine or
environment




Prior to visit, optimize exam room for individual patient
comfort

Do they enjoy music, are there certain triggers we can avoid

Use a show-tell-do approach. Show the patient the instrument
or procedure you will use, allowing them to touch/explore it;
describe the steps involved, and what can be expected

Patient may not be able to verbalize pain or subjective
abnormal findings during exam

Pelvic exams, or even other physical exam aspects, can be
traumatizing to patients with IDD

Special considerations may need to be taken to position the
patient, i.e. if they have contractures, muscle spasticity or
flaccidity. May also need transferring devices for non-
ambulatory patients

Physical restraint or sedation can be necessary for procedures,
lab draws , screenings

PHYSICAL EXAM

COUNSELING

Use developmental age to decide how you will need
to modify and adapt information.

You will need to personally assess their level of understanding. l.e.if your
patient has low reading levels, use pictures, rather than words, to teach.

Use chronological age to determine boundaries and
societal expectations for behavior.
The rest of the world does not understand your patient’s developmental
age.They see chronological age and will expect your patient to act socially

appropriate. Use chronological age to work towards expected social
behaviors.

Teach facts & boundaries.

Body parts have names, and words have definitions. People with
developmental disabilities tend to struggle more with the social rules and
boundaries surrounding words and definitions. Teach facts AND boundaries
to enhance both understanding and social appropriateness.

Example for Calen:

FACT- Giving hugs and kisses is a way we show affection to those we
love/care about.

BOUNDARY- Who is it okay to give kisses/hugs to? When?
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MANAGEMENT

Must closely consider genetic conditions, co-
morbidities, and current medication regimen
when making any additions or changes

Monitor closely for polypharmacy, review med
list often

Again, make sure all options are presented that
are medically safe and reasonable for individual

Possibly closer follow-up and more frequent
visits if not all can be accomplished in one

Can consider OMT, very patient specific,
contraindications may apply!

These are considered to be the most common
preventable causes of morbidity in individuals with IDD,
and as health care providers we should always be
ALWAYS aware of this and work to prevent these things from

C O N S | D E R occurring:

THE FATAL
FIVE

Aspiration

Bowel Obstruction

)
)

3) Dehydration
) Infection/Sepsis
)

Seizures




SUMMARY

Again, above all, compassion, flexibility and
innovation will go a long way!

* Take extra measures to provide safe,
accommodating, inclusive care

> Avoid making assumptions

* Educate individuals with IDD and their care team
in ways they will best understand

* Be an advocate, consider the patient’s wishes

There is no one, correct way to handle these
unique situations, the lesson to be learned here is
to always do your best to provide all necessary
information and resources, discuss with patient and
care team their wishes for management, come up
with the best agreed upon care plan individualized
to your patient’s specific needs.
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