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INTRODUCTION
• Fu n c t io n a l n e u ro lo g ic a l d is o rd e r (FND)  is  a n  u m b re lla  t e rm  fo r a  va rie t y  o f 

n e u ro lo g ic a l s ym p t o m s  t h a t  h a ve  n o  “o rg a n ic ” c a u s e  –  u n d e rs t o o d  t o  b e  a n  

is s u e  o f b ra in  fu n c t io n  ra t h e r t h a n  b ra in  s t ru c t u re

• On g o in g  “p a ra d ig m  s h ift ” fro m  p re vio u s  d ia g n o s is  o f c o n ve rs io n  d is o rd e r t o  

im p ro ve  u n d e rs t a n d in g  o f t h is  c o n d it io n  a n d  a d d re s s  t h e  c o n s id e ra b le  s t ig m a  

t h a t  c u rre n t ly  h in d e rs  p a t ie n t  c a re



STUDY OBJECTIVES
Th is  s t u d y h a d  t w o  o b je c t ive s : 

1) t o  u n d e rs t a n d  h o w  p e o p le  livin g  w it h  FND n a vig a t e  a n d  c o p e  w it h  t h e ir illn e s s  

a m id  m e d ic a l u n c e rt a in t y, s t ig m a , a n d  a  la c k o f s e rvic e s  a n d  s u p p o rt s , a n d ; 

2) p ro m o t e  re n e w e d  u n d e rs t a n d in g s  o f FND in  c lin ic a l c o n t e xt s  t o  im p ro ve  p a t ie n t  

c a re



METHODOLOGY
• Pa t ie n t -o rie n t e d  q u a lit a t ive  re s e a rc h  p ro je c t  in  p a rt n e rs h ip  w it h  FND To g e t h e r, 

a  p a t ie n t - le d  a d vo c a c y o rg a n iza t io n

• Na rra t ive  in q u iry (Rie s s m a n  20 0 7), s e m i- s t ru c t u re d  in t e rvie w s  w it h  23 a d u lt s  

livin g  w it h  FND in  Ca n a d a

• Art s -b a s e d  w o rks h o p  p ro c e s s  w it h  s u b s e t  o f in t e rvie w e e s  in c lu d in g  a n  

a d d it io n a l c o n c lu d in g  in t e rvie w

• An a lys is  & c a s e  s e le c t io n : Th e m a t ic  n a rra t ive  a n a lys is  u s in g  c rit ic a l s o c ia l 

t h e o ry, s e le c t e d  a n  “in fo rm a t io n  ric h ” c a s e  t h a t  c a p t u re d  s o m e  o f t h e  t h e m e s  

fro m  t h e  b ro a d e r g ro u p

• St u d y a p p ro ve d  b y t h e  Un ive rs it y  o f Ma n it o b a  He a lt h  Re s e a rc h  Et h ic s  Bo a rd



FINDINGS
• Pa rt ic ip a n t s  d e ve lo p e d  a n d  re lie d  o n  t h e ir c re a t ivit y , re s o u rc e fu ln e s s , a n d  s e lf-

a d vo c a c y t o  p ie c e  t o g e t h e r a  n e t w o rk o f s u p p o rt s  a n d  re d e fin e  w h a t  it  m e a n t  

t o  live  w it h  FND -  e m b o d yin g  Do u g la s  e t . a l’s  (20 20 ) c o n c e p t  o f livin g  ‘a rt fu lly’ 

w it h  illn e s s . Th e ir s u c c e s s  in  t h is  e n d e a vo u r w a s  c o n t in g e n t  o n  h a vin g  a  

s u p p o rt ive , kn o w le d g e a b le  p rim a ry c a re  p h ys ic ia n  a n d  c o n s id e ra b le  s o c ia l, 

in t e rp e rs o n a l a n d  e c o n o m ic  re s o u rc e s .



FINDINGS: Example Narrative
• Gre g  –  o ld e r, w h it e  m a n  (65-74 a g e  b ra c ke t ) livin g  in  ru ra l Brit is h  Co lu m b ia  

• Pre s e n t e d  t o  fa m ily d o c t o r w it h  n u m b n e s s  a n d  t in g lin g  in  a rm s  a n d  le g s , 

s t ru g g lin g  w it h  m o ve m e n t  (“re a lly  h a vin g  t o  fig h t  fo r m o ve m e n t ”) a n d  

e ve n t u a lly  t re m o rs  a n d  m u s c le  w e a kn e s s

• Fa m ily d o c t o r w a s  q u ic k t o  re fe r h im  t o  n e u ro lo g y, a ft e r s e e in g  a  c o u p le  

n e u ro lo g is t s  h e  w a s  d ia g n o s e d  a n d  re fe rre d  t o  a  FND s p e c ia lis t . Du e  t o  t h e  

COVID-19 p a n d e m ic , h e  w a s  a b le  t o  a c c e s s  virt u a l n e u ro e d u c a t io n  re la t ive ly 

q u ic kly. 



FINDINGS: Greg’s Story
• Gre g  b e g a n  t o  le a rn  m o re  a b o u t  t h e  fu n c t io n  o f t h e  b ra in , e s p e c ia lly  a s  it  

re la t e s  t o  m o ve m e n t  a n d  t h e  m in d -b o d y c o n n e c t io n , a n d  b e c a m e  fa s c in a t e d . It  

p ro m p t e d  h im  t o  re t h in k h is  life  t h ro u g h  t h e s e  le n s e s :

• I'm very much a ‘think -y’ kind of guy…I don't really pay much attention to what's 

going on in my body. My preset was that you know the body was just there to 

kind of move my enormous brain from place to place so it could do its thing . 

• He  re la t e d  t h is  d is s o c ia t io n , a  c o m m o n  FND s ym p t o m  a n d  m e c h a n is m , b a c k t o  

h is  c h ild h o o d  h is t o ry o f m ig ra in e s , a n d  t h e n  d e p re s s io n  in  e a rlie r a d u lt h o o d , 

b o t h  m o d e s  o f b e in g  t h a t  w e re  a  “kin d  o f re t re a t  fro m  life ” a s  o p p o s e d  t o  

“p h ys ic a lly  m o vin g  in t o ” w h a t e ve r w a s  g o in g  o n  a ro u n d  h im . 



FINDINGS: Greg’s Story
• I've since sort of found like there's lots of things that are not happening [in my 

body] that I'm not really sensing. So there's more a practice of the sensory side 

of things. You know, even like feeling the actual movement.

• He  t u rn e d  t o  a rt  –  p h o t o g ra p h y –  a s  a  w a y o f p ra c t ic in g  t h e  “s e n s o ry s id e  o f 

t h in g s ” a n d  re d e fin in g  h is  re la t io n s h ip  t o  m o ve m e n t :

• The neurologist who diagnosed FND told me what differentiated FND from 

Parkinson’s was that FND tremors were distractible. If I was directed to do a 

task with the right hand, the tremors in my left diminished or stopped, a 

[positive diagnostic] sign for FND. This prompted me to purchase [a camera] 

along with a tripod as I couldn’t steady the camera in my hands…



FINDINGS: Greg’s Story
• The tremors and spasms would fade away while I focused on composing an image in 

the viewfinder, so I practiced this kind of moving – stillness – as a type of therapy. 

Over many, many months ordered motion was restored for longer periods of time.

• He  w a s  s e le c t ive  in  t h e  t yp e  o f c a m e ra  h e  u s e d  –  o n e  t h a t  h a d  t a c t ile  e le m e n t s  a n d  

m o re  m a n u a l c o n t ro ls  t h a n  a u t o m a t ic , t o  e n c o u ra g e  t h e  kin d  o f s e n s o ry e n g a g e m e n t  

h e  w a s  lo o kin g  fo r.

• Gre g  a ls o  e m p lo ye d  t h e  h e lp  o f a  m a s s a g e  t h e ra p is t  w it h  a  b a c kg ro u n d  in  d a n c e , w h o  

t o o k a  h o lis t ic  vie w  o f t h e  b o d y a n d  it s  fu n c t io n s  t o  re w o rk h is  re la t io n s h ip  t o  

m o ve m e n t . He  n o w  c o n s id e rs  h im s e lf n o t  c u re d , b u t  “m o re  in t e g ra t e d ” o f b o d y a n d  

m in d  a n d  is  h a p p y w it h  h is  re c o ve ry p ro g re s s .



IMPLICATIONS FOR CLINICAL 
• WHAT MIGHT CARE LOOK LIKE WHEN WE CENTER THE CREATIVITY, CURIOSITY, 

AND RESOURCEFULNESS OF PEOPLE WITH FND?

• Gre g  e m b o d ie d  t h e  a b o ve  c h a ra c t e ris t ic s  AND h a d  a c c e s s  t o  u p - t o -d a t e  

in fo rm a t io n  a b o u t  FND, a llie d  h e a lt h  s e rvic e s , s u p p o rt ive  fa m ily a n d  frie n d s , 

a s  w e ll a s  a  h e lp fu l p rim a ry c a re  p ro vid e r a n d  fin a n c ia l re s o u rc e s  t o  

fa c ilit a t e  t re a t m e n t

• Im p o rt a n c e  o f m e a n in g -m a kin g : m a kin g  s e n s e  o f t h e  s ym p t o m s  w it h in  t h e  

s p e c ific  c o n t e xt  o f o n e ’s  life  h is t o ry

• Exp a n d in g  w h a t  t re a t m e n t  lo o ks  like  o r m e a n s  w h ile  p a yin g  a t t e n t io n  t o  

a c c e s s ib ilit y  o f s e rvic e s



CLINICAL CONSULT STRATEG
• Ac kn o w le d g e  t h a t  FND is  a n  e m e rg in g  a re a  o f s t u d y b u t  s h a re  w h a t  is  kn o w n

• Hig h lig h t  t h a t  t h e  e xp e rie n c e , m a n a g e m e n t  o f, a n d  re c o ve ry fro m  FND c a n  b e  

d iffe re n t  fo r e ve ryo n e , a n d  p a rt  o f t re a t m e n t  is  fig u rin g  o u t  w h a t  t h a t  m e a n s  fo r 

t h e m  a n d  w h a t  is  h e lp fu l

• Co m m it  t o  fo llo w -u p / o n g o in g  s u p p o rt

• At t e n d  t o  s o c ia l d im e n s io n s  o f h e a lt h : w h a t  o t h e r s u p p o rt s  a n d  o u t le t s  d o  t h e y 

h a ve ? Wh a t  re s o u rc e s  d o  t h e y h a ve  a c c e s s  t o ? Wh a t  m ig h t  c o m p lic a t e  a c c e s s  t o  

t h e s e  re s o u rc e s ?

• Re fe rra ls  –  c o n s id e r a llie d  h e a lt h  p ro fe s s io n a ls , a n d  if c o s t  is  a n  is s u e , a re  t h e re  

c o m m u n it y-b a s e d  p ra c t it io n e rs  o r p ro g ra m s  a va ila b le  t o  a lle via t e  fin a n c ia l 

b a rrie rs ?



CONCLUSION
• Prim a ry c a re  p h ys ic ia n s  p la y a n  im p o rt a n t  ro le  in  h e lp in g  p a t ie n t s  c o -c re a t e  a  

p a t h  fo rw a rd  t o  live  w e ll w it h  FND. By h a rn e s s in g  t h e  c re a t ivit y  a n d  

re s o u rc e fu ln e s s  d e m o n s t ra t e d  b y p e o p le  livin g  w it h  s u c h  c o m p le x h e a lt h  

c o n d it io n s , p h ys ic ia n s  a n d  p a t ie n t s  m a y b e  a b le  t o  s u c c e s s fu lly  n a vig a t e  FND 

d e s p it e  a  la c k o f s ys t e m ic  s u p p o rt .
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