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PATIENT REGISTRY

Translating Your
Journey to Progress

« Goal is to better understand patient preferences, quality of life,
and areas of unmet need

* Individuals participate through online surveys

» Overall results are communicated back with participants so
that they can benchmark their disease progress

 NOF will shape and share resources based on registry data

» To date, we have distributed two surveys — an intake survey to
collect general demographic, disease, and care information
and a lifestyle-focused survey
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Survey #1: Intake Survey

Demographics
« >530 respondents, overwhelmingly female (95%) and white (92%)
* 96% have osteoporosis diagnosis; 4% have osteopenia diagnosis

» Participants are highly engaged in their health care, with 90% of
them having had a DXA test in the past 12 months

Age of diagnosis

40-49 50-59 60-69

17 years or younger [1%] 18-29 [3%] 30-39 [4%] 40-48 [12%] 50-39 [43%] 60-69 [30%] @ 70O years or older [7%]
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Of the 49% of respondents not taking medications to
manage their osteoporosis, their reasons were:

| manage my
condition through
supplements,
diet, and/or
regular exercise
only.

| am concerned My health care

about the
potential side
effects.

provider has
prescribed me
medication, but |
am managing my
condition through
supplements,
diet, and/or
regular exercise
only.

| am taking a
drug holiday.

| am monitoring
my low bone

Concern about
medications and

their side effects

I might benefit My heath care
from prescription  provider has

mass and do not medication, but prescribed me

require
prescription
medication.

my health care medication, but |
provider has not cannot afford it.
prescribed any

for me.



Of the respondents currently on a “drug
holiday”

Provider did not initiate [17%)]

Provider initiated [83%)]
Unmet need:

Education around

drug holidays
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Survey #2: Lifestyle Survey

Lifestyle survey focused on diet, exercise, and ability to accomplish daily activities

Respondents are knowledgeable about osteoporosis diet recommendations, with
87% report getting the daily recommended amount of calcium and Vitamin D

Respondents are hopeful around exercise improving their overall health and quality of
life, but only a small percentage (36%) receive osteoporosis-specific exercise
recommendations

The most bothersome osteoporosis symptom is loss of height, with 13% of
participants always finding it bothersome and 14% sometimes finding it bothersome.
Next most bothersome are stooped posture and pain due to spinal fracture,
respectively.

Fear of falling and fracturing is a major concern in this community. Only 35% of
respondents reported never being afraid of falling and fracturing a bone. 10% of
respondents are “Very much” afraid of falling and fracturing.

Access to help and transportation are major issues, with 21% reporting that they
never have someone to help them if they are confined to their homes and 18%
reporting that they never have someone available to take them to see a health care
provider.



Reasons why participants feel their general health
IS better now versus 12 months ago

Exercise is a key to
improving patient quality

of life

fracture
change healthyWOf’kmg

bone streSSta Ki NSyear

fbgéTbette [ .weight
£XErcise

Weekeatd]et month

sl eepsupplemen {strong
medication walking




Percentage of participants who report receiving specific
recommendations from their health care provider on
exercise

Yes [36%]

— No [64%]

Shows need for more wide

spread exercise
recommendations from

health care providers in the
bone health field



Top bothersome osteoporosis symptoms

Data around osteoporosis
symptoms, which are clinically
underrepresented, provides

opportunity for discussion ‘ |

Painduetoa Loss of height Stooped posture Bones that Pain due to a
spine fracture or fracture easily bone fracture in
collapsed another location

that is not the hip

vertebrae
or spine

® Mot at all bothersome @ Rarely bothersome Usually bothersome Sometimes bothersome Very bothersome

Always bothersome @ N/A




Degree to which participants say they are afraid of
falling/fracturing a bone in their home/office/workplace

A majority of participants have

some fear of falling and fracturing
35%

on a day to day basis, showing
32% need for fall prevention policies
and awareness
15%
10%
8% I

Not at all A little bit Quite a bit Very much

Somewhat




How often participants felt depressed/anxious
about their bone health iIssues
Less than half of respondents have

i no depression and anxiety around
their bone health, showing need
for support and education

programs

28%

19%

7%

Never Rarely Sometimes Usually




The Healthy Bones, Build Them for Life ®
Patient Registry iIs made possible by those
living with low bone density and
osteoporosis.

Thank you for your participation!



