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What’s in a Name

<+ I am not Indigenous myself, I’'m a settler to Turtle
Island-a mixed breed of Italian and Ukrainian Jewish
heritage finding a home in Canada

« Connected by work, friendship and blood to the
Elsipogtog community

+ My granddaughter lives on reserve with her mom who
IS Mi’gmag and Navaho

<+ Her uncle was one of the first youth diagnosed In the
community more than 25 years ago

« | am also married to a man diagnosed as an adult with
FASD
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Issue Close to My heart

« S0 this Is an Issue that Is close to my heart

« And | understand the concerns of co-authors Ben
and Preety and other UBC trained Developmental
Pediatrician Colleagues

« Because | have had them myself—the STIGMA
« Stigma Is something that we all grapple with

« Attempting to find ways around it—Dbest ways of
dealing with it
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What’s in a Name

« The answer they suggest—Is coming from mind
« Not from the heart

« As Pascal says --the heart has its reason that the
reason doesn’t understand

o

» There Is a suggestion that there are so many risk
factors- so how do we even know that PAE is “the
one”—this has been swirling around since 1970’s
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What’s in a Name

« There Is the suggestion perhaps we should
eliminate the term FASD and give support based
on function rather than diagnosis

< And yes, this seems to make logical sense but

« Like a lot of things conceptual —limited Iin scope

« | do know that this question Is at risk of dividing us
« Instead of bringing us closer together

« This Is not what we need right now, we need to
gather closer, listen, and work together.... 4
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What's in a Name
« If we listen to people living with FASD—Ilike my
husband --they are telling us that diagnosis IS

+ ‘Like a light’ helping them navigate the world—
(and | agree—It saved my marriage)

<« And some people are angry —very angry
« The reality though Is that we are all, all of us on
the same side
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What’s in a Name

« Ben, Preety, Liz, Michael, Jenelle —all of us want
the best for people living with PAE

« S0 the question Is how do we get around the
stigma—the shame and the blame of others

« How do we get around the fear that medical
professionals often have

« About asking mothers about alcohol when they
WERE pregnant, maybe ARE or want to be...




— L

What’s in a Name

« Or when their children end up with learning and
behavior problems

« The fear that women or their family have of
disclosing

+ Preety and Ben suggest maybe it would be best to
give a diagnosis of NDD not FASD:

« Glve support based on FUNCTION, or LACK of it
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What’s 1n a name

« This Is like going back to a dark time when the
spectrum of FASD conditions was invisible

« A functional approach alone does not work well for
FASD

+ People with FASD don’t always qualify if support
IS based on a simple calculation of dysfunction or
the definition of adjectives--mild, moderate, severe,
profound

« They might not qualify for disability, or special
treatment 1n the courts, or services In school




— L

FASD
IS a
Complex Neurodevelopmental Disorder

O

CONSISTENT IN ITS INCONSISTENCIES
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TES Whee

« Our way at ED was look to Indigenous teachings
« We developed a TES approach to FASD diagnosis

< With one eye we consider FASD In the context of
generational and family adversity and risk

« With the other we harmonize aspects of the three
major diagnostic FASD systems—IOM, 4-Digit
and Canadian ( Australian, NZ, UK Guidelines)

« This gives us a broader but also more precise lens
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What’s in a Name

« If PAE 1s unknown we use the 4-Digit Code that
operationalizes the diagnoses of C-NDD

+ When PAE Is present at levels consistent with harm
we use Canadian Guidelines to diagnose FASD

« We use the IOM criteria for ARND but name it ND-
PAE to ensure that we can identify the milder to
moderate end of the FASD spectrum—so we can
get those children the support they need
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What’s in a Name

« As Preety + Ben point out there are multiple risks
« Indigenous Elders and researchers agree

« S0 we look at look at the multiple risks: PAE, poly-
drug use, paternal drinking, nutritional deficiencies,
prenatal STIs, other drugs, Iron Deficiency —
related to food insecurity, bad water -H-Pylori,
gestational diabetes etc

« Generational adversity-going back 3 generations,

15



— L

What's In a Name

« All the risk factors need to be brought to light—so
we can work to alleviate them

« We name FASD so that we can work to heal the
effects of PAE-not cure-but heal-change outcome
as CJ and Maggie, and others in ALC say

« FASD Is an origin story but not the end of their
story...
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What’s in a Name

<+ We name FASD
< Because 1f we didn’t
<« We would be making it invisible (again)

« Casting Into the dark--something we are afraid to
look at

+ And as the Elders say (and Sophocles too) “we
sometimes end up creating what we fear”.
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Disorder or Disordering

« FASD Is a disorder based in disordering--the
dysregulaton of many systems, individual, family,
and community

« Our work has been to bring this to light —to
diagnose so that we can begin the work of

<+ “Re-balancing the wheel”.
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What’s in a name

« The TES approach has been successful in reducing
the stigma of FASD in the community

« Our Elder Noel who Is here with us today

« Can tell you

< He Inspired t
continues to

ne TES wheel at one of our clinics—
Keep the spirit, of the children, youth

and young adults we diagnosis, In our hearts and

our minds.
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What's In Name

» There IS no shame and no blame in FASD

» The blame and shame belong to a society that 1sn’t
dealing with FASD or adversity that engenders It

« The shame of a society with food insecurity, lack of
housing, lack of medical care, lack of safety for
women, children and lack of access to FASD
diagnosis + to family supports that should follow

« On this | think we can all agree
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What’s in a Name

« | am grateful to be here with all of you who are so
passionate and knowledgeable and who are trying
to work each in their own way towards healing—

« Sig Nogemag—All my relations, as Elder Noel
would say
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