
Message from the President
Soft Bones Canada would like to extend our warmest holiday wishes to all members
of the hypophosphatasia community in Canada and their families! 

It has been a quiet year for SBC, though we are delighted to have invited several
new patients into the SBC family and strengthened our relationships with other rare
disease patient groups in Canada and the US. The end of 2022 saw some major
changes to the Board, with Linda Toews offering her resignation as President. As we
enter 2023, Linda will remain as a Director, along with myself, Eric Neufeld, and
Brent Coakwell, who joined our Board in June of 2021. We are very fortunate to have
Brent join us, he offers a wealth of expertise to the team and is a wonderful support
to patients seeking to understand the adult perspective of HPP in Canada. We are
also very pleased to welcome back our Office Manager, Jessi Neufeld. Jessi is the
friendly first point of contact for most patients, and her work for SBC is critical in
keeping us organized and at our best!

One of our main focuses in 2022 was completing the HPP dental brochure for
patients and practitioners. We are delighted to announce that the brochure is
almost complete! Thank you to our Scientific Advisory Board and the rest of the
team who contributed with love and attention to this publication. We are in the
final stages of editing and we are planning to begin printing the brochures in the
coming weeks.  

SBC continues to welcome new volunteers to assist with
our work to educate, empower, and connect members of
the HPP community in Canada. Please see below for more 
information.

Warmest regards,

Jennifer Paulson
President, Soft Bones Canada
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My name is  S imone.  I  have a lways been a hypophosphatasia

pat ient .  I  was diagnosed with infant i le  HPP when I  was one year
old ,  and this  was most ly  because of  denta l  problems.  I  was lucky

that  my ALPL mutat ions were not  the ser ious ones that  caused
l i fe- threatening compl icat ions .  But  I  d id have bone deformit ies ,

low energy levels ,  t rouble walk ing and c l imbing sta i rs ,  and I  a lso
remember feel ing pain in my legs .



I  remember going to Winnipeg and having Dr .  Greenberg help
me and give me the “mosqui to medic ine”  that  would help me

walk and not  have the pain in my legs .  This  s tar ted when I  was
three years  o ld .  I  was part  of  a  t r ia l  that  tested the enzyme

replacement therapy that  is  now cal led Strensiq .  I  had lots  of  fun
doing the physio tests  and being a l lowed to run down the

hal lways of  the hospi ta ls .  Everyone was so nice .  I  a lso got  to do
lots  of  other  neat  things l ike s tay at  Ronald McDonald House and

be in their  fashion show.  When Soft  Bones Canada star ted in
2013 ,  I  rea l ly  enjoyed being inc luded in their  events  and get t ing
to know so many other  people who know about  HPP .  Once I  gave

a ta lk  at  a  high school  about  my exper ience l iv ing with a  rare
disease ,  and I  shared about  how lonely i t  sometimes is ,  having a

disease that  is  a lmost  invis ib le  (except  for  my teeth)  and that
a lmost  nobody understands .



I  am real ly  lucky that  I  have had such good help f rom doctors
and nurses ,  and that  I  was able to get  the enzyme replacement
medic ine that  helped heal  my bones .  I  have a lso had very bad

denta l  problems.  I  have four  dent is ts  and I  th ink I  miss school  at
least  twice a  month in order  to go to see one of  them. Last

summer I  saw a prosthodont is t  who real ly  made my teeth look
awesome,  and I  was so happy to have him do that .  I  fee l  very

lucky that  the main inconvenience that  I  have had in my l i fe  is
miss ing lots  of  school  and having so much t ime with doctors .  I

became real ly  afra id of  needles ,  especia l ly  for  a l l  the b lood tests
that  I  had to have.  I  went  to support  programs for  needle phobia
and a lso had appointments wi th a  psychologist  to help because I
was so afra id .  I  am st i l l  qui te  afra id of  the blood tests  but  I  have
learned to give my own subcutaneous in ject ions for  the Strensiq .

For  some reason ,  the in ject ions f rom the medic ine have never
fr ightened me as much.  Maybe because I  knew they were real ly

helping me l ive a  normal  l i fe .






.



“ I  FEEL VERY LUCKY
THAT THE MAIN

INCONVENIENCE
THAT I  HAVE HAD IN
MY LIFE IS  MISSING
LOTS OF SCHOOL
AND HAVING SO
MUCH TIME WITH

DOCTORS. ”



-  S IMONE



Patient Story: Simone








In  addi t ion to jo ining onl ine celebrat ions of  Rare Disease Day on February 28 and World
Hypophosphatasia  Day on October 30 ,  SBC part ic ipated in a  number of  other  events  and

meet ings in 2022 .  In  June ,  SBC Directors  met  wi th Sof t  Bones President  and Founder Deborah
Fowler  and Execut ive Director  Denise Goodbar .  They shared many exci t ing ideas and events  wi th

us about  how Soft  Bones in the USA is  support ing their  HPP community .  They invi ted Canadian
pat ients  to explore their  websi te  and register  as  f ree members of  the onl ine community .  Pat ients
can jo in their  mai l ing l is t  to receive their  quarter ly  newslet ters ,  as  wel l  as  have access to their

informat ion and services such as their  excel lent  webinars  for  HPP pat ients .  Their  websi te
inc ludes a busy moderated chat  room for  pat ients  and caregivers  to securely share about  their

exper iences with other  members of  the HPP community .  
Be sure to v is i t  ht tps : / /sof tbones .org/  for  more informat ion.






SBC was featured in a  Heal th Ins ight  ar t ic le  in September 2022 ,  focusing on bones ,  muscles ,  and
joints .  Author Tania Amardei l  interviewed Dr .  Leanne Ward and former SBC Director  Jenni fer  Boin

to discuss the importance of  ra is ing awareness about  HPP and rare diseases ,  the chal lenges of
diagnosis  and key aspects  of  managing the disease .
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Celebrations from 2022




Upcoming Events in 2023

Dr.  Leanne Ward with CARDS (Canadian Al l iance for  Rare Disorders of  the Skeleton)  wi l l  be
host ing a f ree webinar  on Tuesday ,  January 31 ,  2023 at  7pm EDT.  Al l  are welcome to at tend.
This  webinar  wi l l  feature a  keynote address by Durhane Wong-Reiger ,  Pres ident  and CEO of

CORD (Canadian Organizat ion for  Rare Disorders )  and wi l l  focus on the adul t  perspect ive on
l iv ing with rare bone disease .  SBC and other  bone disease advocacy groups wi l l  have

representat ives shar ing their  ins ights  and concerns .  The webinar  is  designed to highl ight
pat ient  perspect ive and to s trengthen the col lect ive voice of  pat ient ,  caregivers ,  and pat ient

support  groups .  Discussion wi l l  focus on the unmet needs of  adul ts  l iv ing with rare bone
disorders across Canada.  Registrat ion informat ion wi l l  be posted in ear ly  January on

bonescanada.org (c l ick on Past  & Upcoming Events  →  For  Pat ients ,  Fr iends ,  & Fami l ies ) .

Rare Disease Day:  February 28 ,  2023

World HPP Day:  October 30 ,  2023

https : / /www.heal thinsight .ca/wel lness/bones-muscles- jo ints/boost ing-awareness-of - this-
rare-genet ic-condi t ion-can-save- l ive/

https://softbones.org/
http://bonescanada.org/
https://www.healthinsight.ca/wellness/bones-muscles-joints/boosting-awareness-of-this-rare-genetic-condition-can-save-live/
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Scientific Advisory Board Report: 2022 
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Scientific Advisory Board Report (continued) 
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Scientific Advisory Board Report (continued) 






Sof t  Bones Canada has been very wel l  served by our President  L inda Toews ,  who has
led our organizat ion with passion and exper ience for  the past  three years .  In  the

fa l l  of  2022 ,  L inda announced her  res ignat ion f rom her ro le as  President  and she has
graciously  agreed to cont inue to volunteer  on the Board of  Directors .  L inda ’s

leadership wi l l  be missed and we are grateful  to have her  cont inue to serve as a
Director .  We would l ike to of fer  L inda a huge gesture of  appreciat ion on behal f  of

a l l  HPP fami l ies  across Canada.  



Jenni fer  Paulson has s tepped into the posi t ion of  President  as  of  October 2022 .  We
wish her  the best  as  she takes on this  important  ro le ,  and works to serve the

community wi th the high standards of  integr i ty  and commitment as  did our past
Presidents ,  Debbie & Linda.




Farewell  to Linda Toews as President
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Soft  Bones Canada cont inues to act ively  seek volunteers  to help us in our work support ing HPP
pat ients  in Canada.  We are a  Canada-wide volunteer-based pat ient  support  char i ty  focused on

educat ing ,  empowering ,  and connect ing HPP pat ients  across the country .  We are seeking to
expand our volunteer  base and accept ing expressions of  interest  at  th is  t ime.  

 
Opportuni t ies  inc lude support ing Provincia l  Connect  groups ,  fundrais ing ,  edi tor ia l  work ,  and

coordinat ing community events  or  HPP-re lated celebrat ions .  We are a lso seeking a new member
for  our Board of  Directors .  I f  passionate about  the cause ,  p lease consider  taking on this  exci t ing

and important  posi t ion to support  HPP pat ients  in Canada.  I f  interested ,  p lease emai l  Jenni fer
Paulson ,  President  of  SBC at  jenni fer .paulson@softbonescanada.ca 






Call for Volunteers 




Soft Bones Canada



PO Box 33085 Uplands PO
Lethbridge,  AB

T1H 5P2



204 202 3211





WEBSITE DONATE

https://www.canadahelps.org/en/charities/soft-bones-canada/

