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A Note of Thanks

Soft Bones Canada has t1 ess
Debbie ®aitlilmef,erexperi en ort
many year s. Debbie was of
HPP website in Canada a1 her
ing on the monumental task of begifnin
Bones Canada in 2013.

For so many in our HPP community, Debb
their |lifeline to information and $upp
first person that | connected with]whe
She gave me comfort and help at a i me
to connect and educate myself. Sheg wa
Canada before it began. Debbie ehcou
come a member of SBC and through her |
believe that | have experienced a ¢rea

and professional growth.

As Debbie moves forward on her own|pat

ally and professionally for helping st
many.

Soft Bones Canada was founded with]the
families who are |living with HPP apd w
portant work that Debbie began here in

-Jenni fer Boin

SUBMISSIONS
NEEDED

Patented
Medicine Prices
Review Board

Pl ease r

The Patented Medicine Prices Review Bc
Guidelines this mondtahy acnodn slual utnacthieodn ap e6
hol ders and interested members of the
Cana®@ arecent amendments to the Patente
strengthen and n® dperrindizreg Cfarnaamdewor k f o
that the PMPRB can better protect Cana

in an era marked by increasingly high
The Guidelines explain the steps take:l
whet her a patented drug appears to be
explains what i-mdlodimmag i mmarmpmda eeaut i c al

vide to the PMPRB to enable it to make

The deadline for providing written submissions to
PMPRB.Consultations. CEPMB@pmprb-cepmb.gc.ca is

January 20, 2020.

The PMPRB consultation plan also provi
ties and formats.

http://www.canada.ca/content/dam/pmprb-cepmb/videos/consultations/
draft-quidelines/draft-quidelines-en.mp4


http://www.canada.ca/content/dam/pmprb-cepmb/videos/consultations/draft-guidelines/draft-guidelines-en.mp4
http://www.canada.ca/content/dam/pmprb-cepmb/videos/consultations/draft-guidelines/draft-guidelines-en.mp4

Welcome New Directors!

Eric Neufeld and Jennifer Paud sBmarhd v
Directors. They come to us with many

strong connection to the struggles tha
We are so excited to have them with wus
Introductions

Eric Neufeld

As we pause for a moment to reflect on
to thank all those who have given of t
wor k of Soft Bones Canada. Much has be
community of those |living with HPP, an
desire to do even greater things in 20
I'n my first year as a Director for Sof
to serve with other colleagues who sha
awareness I have also seen the doors

in this great work. As we | ook to inecr
with Hypophosphatasi a we al so recogni
this en@fledavé@e. tb invite you to join us
involved in your | ocal communities to

I f there is anything I can do for you,
can do to hed& pheplease tHoncontact me.

May you have a Happy and Joyf ul New Ye

Eric Neufeld

Jennifer Paulson

Jennifer Paulson also joined the Boar (
this year. Jennifer has been involved
ways for sever al year s. She is a parei
with hypophosphatasia |iving in Al ber 1
the asfotase alfa trials and receives
Connect SBC group |l ast year and i s ex

RARE DISEASE DAY

FEBRUARY 28

Rare Disease Awareness—
February 28, 2019

As part of her work as a |
Jennifer Paulson organi ze«
session for the school ' s \
sium on February 28, 2019,
Rare Disease Day. They wel
have two young HPP pati ent
ers and |l eader Si mbnéehelsp:
and Willem (16) did a fabl
stories and | eading shari:

As always, if you have ideas, or would like
get involved, please get in touch with us at
contactus@softbonescanada.ca
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FOR SALE

$55.00

(taxes and shipping included)

rrrrr

Softt Bones

Colour = charcoal (as above)

All adult and youth sizes available.
Order by February 1st, 2020

Visit our website after Jan. 10th at
softbonescanada.ca

or call
1-204-202-3211

Dr. Cheryl Rockman-Greenberg Inducted into
The Order of Canada

Congratulations to Dr. Rockman-Greenberg who will be invested
into the Order of Canada. This honour recognizes those Canadians
who make extraordinary contributions to the nation.

Dr. Rockman-Greenberg is a well-known and much loved doctor,
scientist, caregiver and friend to the HPP community in Canada and
the world. She is also the chair of our Scientific Advisory Board.
We are thrilled that she is being recognized for her on-going com-
mitment to medical research and patient care for
rare disease.



http://www.softbonescanada.ca
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Jennifer Boin with Dr. A. Khan in London, ON

Medical Meetings—London, ON April, 2019

15th Annual Canadian Endocrine Update (CEU) Scientific Meeting—April
26th

National and international faculty pres
met abol i sm. Specifically, the meeting
ment of | ipid and calcium disorders, di
di seases, osteoporosis and hypogonadi sn
Aliya Kbhair€d the meeting and presente
phosphatasia during the rare bone sympo

8th Annual Canadian Endocrine Review Course (CERC) April 27th

The focus of his event was for practici
trainees for the board exams in Endocri
Medi ci ne

Many thanks to Lisa McGuffin who joined
ence SBC had a table set up with othe
This was a great opportunity to make co
dends as we move for rd.

New Dental Brochures for 2020

We look forward to the creation and distribu-
tion of an HPP dental brochure in the new year.

Thanks to Dr. Bob Schroth and his colleagues
for their work in creating a Canadian publica-
tion that focuses on HPP as a dental disease.

The hope is that patients will be able to bring
this brochure with them to appointments to as-
sist the dental professionals in understanding
HPP and the unique challenges that this dis-

ease can present in terms of dental deformity,
decay and loss of teeth.

As you may be aware, dental professionals are
often the first to notice signs and symptoms of
HPP in children’s teeth. Naturally, we want to
provide as much information as we can to pa-
tients, caregivers and medical professionals.



Soft  Bones ‘

Metabolic Family Workshop

London, ON. Ma 'y

) Dr. Chitra Pr
Many thanks to Fernando BO'”FfeOrrnaVanlourBtoqen'

and work our dis-phayatabWwerkhshopis bi
put on by the London Health Sciences Cent.i

This wonderful event was created to help f
connections, interact with speakers, visi:Ht
|l earn ways to care for themselves and thei

I f you know of similar events in your ar e:
know.@ We happy to spread the news
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Board of Directors— Calgary
The Board of Directors met in Calgary in

I f was the first time that the new board
bers did some team building at an escape r
caped) and continued the weekend with a pl
sues for 2020 are:

1) Fundr @diwsitmg@ut an infusion of funds, the
2) Educ adtcircenati on and distribution of a den

3)Patient EBdgédgeemerrtd to find new ways to
in our organization

I n November, Jennifer Paulson was |invi
give a talk to medi walt hstadends$sahblset a
ciated challenges and opportunitiels ra
She spoke to them about her familjly's
nosis, their experience with specifalis
invol vement with the drug trial, ajnd t
of symptoms. She was invited

as a caregiver
able to speak
patient suppor
spective of SB

UNIVERSITY OF

CALGARY

The feedback was excell ent and meld st
for | earning more about the patienft pe

ou
S

-0
nw S

I Y woul d
Bone Canada,
h t /| | sof

t p

DONATE NOW



http://softbonescanada.ca/donate-now/
http://softbonescanada.ca/donate-now/
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