Managing FA Requires a Multidisciplinary Care Team13

Click below to view specialists involved in tailoring treatment of patients with variable disease manifestations
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Click on a specialist to learn more about their general roles in managing patients with FA
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t Neurologist / FA Specialist
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Genetic Counselor J

FA, Friedreich ataxia.

Neurologist / FA Specialist

Diagnoses FA?

Examines patients neurologically
on a regular basis?

Refers patients to specialists in
a timely manner?

Often takes a more leading role
in the coordination of the
multidisciplinary care team?

Bioethicist J
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| Neurologist / FA Specialist ] Genetic Counselor J | Primary Care Practitioner J

[ S Dl ] e Primary Care Practitioner [ R ]
* Provides general medical care3

Physical Therapist J * Serves as primary access point [ Cardiologist )
into the healthcare system?

. . .
S Ideally coordinates medical psychiatrist / Psychologist

specialists and supportive care
but may have limited

[ Endocrinologist understanding of FA, typically [ Urologist
resulting in management of FA
Occupational Therapist J being relegated to SpeCia“StSl Speech and Language Pathologist

Palliative Care Team J Bioethicist J [ Gastroenterologist ]

FA, Friedreich ataxia.
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Genetic Counselor

Advises patients diagnosed with FA on issues
related to genetics?

Discusses genetic mechanism of autosomal
recessive inheritance!

Explains implications of FA diagnosis for the
patient’s family, including risk of FA in siblings
and offspring, as well as carrier status of
family members??

Describes availability of reproductive options
for couples in which both individuals
are carriers!-?
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Neurolo,

[ Ophthalmologist

Physical Therapist

Sleep Specialist

[ Endocrinologist

Occupationa

i |

Cardiologist

Diagnoses FA in many cases, often after symptoms develop?

Regularly evaluates patients with electrocardiogram and
echocardiography?

Initiates and monitors pharmacological therapy for systolic
dysfunction®?

Consults with anesthesiologist, intensivist, and surgeon
prior to major surgery due to increased cardiovascular
risk12

Generally recommends cardiac transplantation for patients
with heart failure who do not respond to pharmacological
interventions?
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FA, Friedreich ataxia.
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| Neurologist / FA Specialist
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Sleep Specialist

[ Endocrinologist
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Genetic Counselor J

PATIENT WITH FA

Primary Care Practitioner J

FA, Friedreich ataxia.

Orthopedist

Diagnoses FA in many cases, often
after symptoms develop!

Evaluates for and monitors the
progression of scoliosis?

Provides surgical and non-surgical
management of scoliosis!-?

Bioethicist J
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* Helps to manage depression in i
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FA, Friedreich ataxia.

to 50% of patients with FA?

Treats patients who experience
severe bladder dysfunction,
frequent urinary tract infections,
or a suspected concomitant
urological condition'2
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Physical Therapist J
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[ Endocrinologist

Occupational Therapist

Speech and Language Pathologist

e Performs comprehensive
communication and swallowing
evaluations at the time of diagnosis?

* Continues to monitor the patient
through the progression of disease!:2

e Coordinates with the occupational
therapist to provide augmentative
communication devices?

Palliative Care Team

FA, Friedreich ataxia.

Bioethicist J
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FA, Friedreich ataxia.

Gastroenterologist

e Aids in the management of
bowel symptoms in patients due
to decreased mobility and pelvic
nerve dysfunction?

e Educates patients on
conservative management,
including the use of laxatives
and irrigation approaches?

Bioethicist J
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FA, Friedreich ataxia.

Bioethicist

Assists patients and families with
making ethical decisions
regarding pre-symptomatic
genetic testing?

Bioethicist J
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Neurologist / FA Specialist | Genetic Counselor | Primary Care Practitioner J
. )
Palliative Care Team

Ophthalmologist ] [ Orthopedist ]

* Provides end-of-life planning for
patients with FA who are

J expected to have a limited [ Cardiologist )

lifespan (eg, <12 months)?

Physical Therapist

* Ensures flow of information from
care team to patients and their
X families? \
docrinologi : Urologi
[ S * Offers symptom and pain control, [ roloBt
as well as psychological and

Occupational Therapist spiritual support2 Speech and Language Pathologist

Sleep Specialist Psychiatrist / Psychologist

Palliative Care Team J Bioethicist J [ Gastroenterologist ]

FA, Friedreich ataxia.
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Neurologist / FA SpecialisY l Ganatic Counsalor : Primary Care Practitioner J

Occupational Therapist

[ Ophthalmologist ] * Helps minimize difficulties in the [ Orthopedist ]
performance of daily activities!-?

J * |dentifies physical risks in the [ o )
Cardiologist
home, school, or workplace of
patients, and recommends
Sleep Specialist modifications to maximize safety? AU 5 E el

Physical Therapist

* Provides access to augmentative \
[ Endocrinologist devices and equipment to [ Urologist
maximize independence?

* Trains patients in the use of Speech and Language Pathologist
manual or motorized wheelchairs?

Occupational Therapist

Palliative Care Team Gastroenterologist ]

FA, Friedreich ataxia.
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t Neurologist / FA Specialist ] Genetic Counselor J ‘ Primary Care Practitioner j

[ Ophthalmologist ] e Endocrinol OgiSt [ Orthopedist ]

e Screens for and diagnoses
J diabetes!-? [ \

Cardiologist

Physical Therapist

e Advises patients on lifestyle
changes that should be

Sleep Specialist im plemented to ma nage Psychiatrist / Psychologist
diabetesl?
[ LD L * Initiates insulin therapy if [ L

lifestyle changes alone do not

. . 2 .
Occupational Therapist J maintain glucose control Speech and Language Pathologist

Palliative Care Team J Bioethicist J [ Gastroenterologist ]

FA, Friedreich ataxia.
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Neurologist / FA Specialist

Genetic Counselor |

[ Ophthalmologist ]

Physical Therapist J

Sleep Specialist

[ Endocrinologist

Occupational Therapist J

Palliative Care Team

FA, Friedreich ataxia.

Sleep Specialist
e Diagnoses sleep-disordered

breathing and obstructive sleep
apnea, which increases in
prevalence as FA progresses due
to worsening muscle strength
and scoliosis?

Prescribes appropriate therapy,
often including continuous
positive airway pressure (CPAP)?

Improves sleep quality and
quality of life2
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Neurologist / FA Specialist | Genetic Counselor I Primary Care Practitioner J

=

Physical Therapist

[ Ophthalmologist ] [ Orthopedist ]

» Assesses sensory and motor function?

* Develops exercise programs to
Physical Therapist J strengthen and facilitate normal [ Cardiologist
muscle functionl?

Sleep Speciallst e Educates patients on strategies and Psychiatrist / Psychologist
techniques that may improve function
) (eg, avoiding tight clothing that may _ 3
[ Endocrinologist [ Urologist

aggravate spasticity)?

* Promotes motivation, positive
thinking, and psychological support!-?

Occupational Therapist Speech and Language Pathologist

Palliative Care Team J Bioethicist J Gastroenterologist ]

FA, Friedreich ataxia.
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| Neurologist / FA Specialist

Genetic Counselor J

DATIENTA/ITEH EA

[ Ophthalmologist ] (

Physical Therapist J
Sleep Specialist
[ Endocrinologist

Occupational Therapist J %

Palliative Care Team

FA, Friedreich ataxia.

Primary Care Practitioner J

Ophthalmologist

e Performs general screening for
vision disorders!?

* Provides more frequent
examination for patients with
diabetes or a family history of
eye disease or diabetes; or for
patients experiencing pain or
unusual vision patterns?

Bioethicist J
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