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W h a t  d o  w e  d o ?
⥤ Individual and couples counselling 6 -12 session integrative model using 

techniques from evidence -based models e.g., psychodynamic, CBT

⥤ Online Group Programmes i.e., Living With [your condition]: looking after 
your emotional wellbeing 

⥤ Online Workshops e .g ., De a lin g  w it h  Dia g n o sis; Ma n a g in g  Tra n sit io n : a  

su rviva l g u id e  fo r p a re n t s ; Th e  St re ss  Bu cke t  a n d  Six He lp fu l Ha b it s  fo r Ra re  

Se lf-Ca re  

⥤ Support for Supporters e .g ., HCP S’s  a n d  P a t ie n t  Le a d e rs  (Ta lks , Tra in in g , 

Th e ra p e u t ic  Co n su lt a n cy/su p e rvision  e t c .) 



W h y?

“There is no health without mental health”

Brock Ch ish o lm  W HO P re sid e n t  1954

“Livin g  w it h  o r ca rin g  fo r so m e o n e  w it h  a  ra re  
co n d it io n  ca n  h a ve  a  h u g e ly n e g a t ive  im p a c t  o n  

e m o t io n a l w e llb e in g  a n d  m e n t a l h e a lt h ” 
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Life  c a n  b e  b u s y  e n o u g h …..

Living with MEN adds another dimension, and it’s own challenges:

⥤ P h ysica lly

⥤ P ra c t ica lly

⥤ Em ot ion a lly

⥤ Re la t ion sh ip s

Th e  g ood  n e w s is  - it  is  p ossib le  t o  cop e  w e ll 



Lengthy diagnostic 
odysseys

Complex interacting 
emotional and 

physical symptoms

Impact on 
relationships, and 

identity

Logistics of disease 
management, 

treatment and care
(Including medical PTSD) 

Anxiety/low mood in 
the face of 

degenerative 
aspects

Low trust in HCP’s; 
burden of being 
‘patient experts’

Isolation, lack of 
social 

understanding 

The impact of 
genetic inheritance 

on family/life choices

Co m m o n  t h e m e s  a c ro s s  RD’s  t h a t  im p a c t  m e n t a l 
h e a lt h  a n d  e m o t io n a l w e ll-b e in g



Ho w  yo u  c a n  lo o k  a ft e r  yo u rs e lf 
p ra c t ic a lly  a n d  Bu ild  Re s ilie n c e

⥤ Accept your limitations

⥤ Ea t  a s  w e ll a s  p ossib le

⥤ Exe rc ise  w h e n  you  ca n  

⥤ Ma ke  t im e  fo r fu n

⥤ Con g ra t u la t e  you rse lf

⥤ Le a rn  t o  sa y n o



Se lf a w a re n e s s

With any hormone condition, it can really help to become aware of 
w h e t h e r you r m ood  m ig h t  b e  e m o t ion a lly – o r p h ysica lly d rive

W h y m ig h t  I b e  fe e lin g  like  t h is?

⥤ Em ot ion a lly d rive n

⥤ P h ysio log ica lly d rive n

⥤ Com b in a t ion  o f t h e  t w o



Lo o k in g  a ft e r  yo u rs e lf 
e m o t io n a lly

⥤ Emotional work takes physical energy

⥤ Le a rn in g  t o  live  w it h  u n ce rt a in t y

⥤ Try t o  a cce p t  you r fe e lin g s , n o t  fig h t  t h e m  

⥤ Fin d  w a ys o f e xp re ssin g  d iffe re n t  fe e lin g s

⥤ Le a rn  t o  re cog n ise  you r ow n  ’s t re ss  s ig n s’

⥤ Le a rn  a  t e ch n iq u e  like  Min d fu ln e ss

⥤ Allow  you rse lf t o  se e k com fo rt



Kn o w  yo u r  (d is )s t re s s  s ig n s



Fe e lin g s  yo u  m ig h t  re c o g n is e

Anger

Anxiety

Low 
Mood/Depression Grief and 

Loss

Relief

Resentment
Envy

Disbelief

Despair

Fear

Guilt

Numb/Nothing
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W h y d o e s  u n c e r t a in t y  m a k e  u s  
s o  a n x io u s ?

⥤ We tend to always be on the look out for what might happen next

⥤ Life  in vo lve s  o n g o in g  p re o ccu p a t ion  w it h :

a ) W h e re ’s  t h e  t h re a t ?

b ) Am  I sa fe ?

Anxiety is  o u r m in d  a n d  b o d y w o rkin g  t o g e t h e r t o  t ry a n d  ‘ke e p  u s  sa fe ’.

Uncertainty m e a n s w e  d o n ’t  h a ve  e n o u g h  c le a r in fo rm a t ion  t o  kn o w  h o w  b e st  
t o  re sp o n d , so  t h e  a n xie t y b u ild s .



No t ic e  a n d  c h a lle n g e  u n h e lp fu l t h o u g h t s

⥤ Notice and challenge when you are ‘what if -in g ’

⥤ Allo w  t h e  w o rry t ra in  t o  p a ss  o n  b y

⥤ Try w o rryin g  la t e r

⥤ Re m in d  yo u rse lf t h e  fu t u re  is  n e ve r e n t ire ly ce rt a in

Make room for not knowing



W h y d o e s  u n c e r t a in t y  m a k e  u s  
s o  a n x io u s ?

⥤ We tend to always be on the look out for what might happen next

⥤ Life  in vo lve s  o n g o in g  p re o ccu p a t ion  w it h :

a ) W h e re ’s  t h e  t h re a t ?

b ) Am  I sa fe ?

Anxiety is  o u r m in d  a n d  b o d y w o rkin g  t o g e t h e r t o  t ry a n d  ‘ke e p  u s  sa fe ’.

Uncertainty m e a n s w e  d o n ’t  h a ve  e n o u g h  c le a r in fo rm a t ion  t o  kn o w  h o w  b e st  
t o  re sp o n d , so  t h e  a n xie t y b u ild s .



Ac c e p t  a n x ie t y  in  u n c e r t a in t y  is  n o rm a l

⥤ Consider where you are on the continuum

⥤ Do n ’t  t ry a n d  p u sh  a w a y fe e lin g s, o r b e  c rit ica l o f yo u rse lf

⥤ No t ice  ‘w h a t  yo u  a re  like ’

⥤ Se lf kn o w le d g e  ca n  in fo rm  a n d  e n a b le  ch o ice s



Le a rn in g  t o  live  w it h  u n c e r t a in t y

Since uncertainty is an inevitable part of the human experience, the 
quality of our lives improves dramatically if we can learn to make peace 

with it.

When I wake up each morning, I try to reflect that I cannot know for 
sure what each day has in store - especially with regards to my health. 

Then I decide to greet the day nonetheless with as much caring 
attention, self -compassion, and open -heartedness as I can muster.

I hope you’ll do the same. ‘
Toni Bernhard (author of How To live Well with Chronic Pain and Illness)



7  Ha b it s  o f Hig h ly  Effe c t ive  (MEN) P e o p le

1. Self awareness

2. P ra c t ica l se lf-ca re

3. Ackn ow le d g in g  a n d  a llow in g  d ifficu lt  fe e lin g s

4 . Le a rn in g  a b ou t  you r con d it ion

5. W orkin g  w it h  you r t e a m

6. Fin d in g  you r com m u n it y!

7. He lp in g  o t h e rs  h e lp  you



Lo o k in g  a ft e r  yo u rs e lf a n d  yo u r  fa m ily

⥤ Living with MEN takes physical and emotional energy in its own 

rig h t

⥤ Acce p t  yo u r fe e lin g s  

⥤ Re co g n ise  a n d  kn ow  you r ‘s t re ss  s ig n s’

⥤ Lookin g  a ft e r you rse lf e m o t ion a lly is  integral

t o  you r jou rn e y 

⥤ Don’t struggle alone!



Specialist rare disease self -h e lp  re so u rce s  fo r 
p a t ie n t s  a n d  ca re rs  co m in g  so o n !

Fin d  t h e m  a t :
www.rareminds.org

Please follow us on:

@Ra re m in d sUK
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