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Introduction

‘A Good Life with Osteoporosis’ was commissioned by the National Osteoporosis Society to focus on the
support and information available to people with the condition. This latest research follows the landmark
study about the impact of osteoporosis and fragility fractures on people’s lives, ‘Life with Osteoporosis:
the untold story’ published in October 2014. This paper summarises some of the key findings.

We recognise that, for people living with osteoporosis, access to good quality information and support
focused on their experience and their needs is important. This study provides us with invaluable insight
that will help us shape our services over the coming years.

The story so far

Half of all women and 1in 5 men over 50 will break a bone due to poor bone health. In fact, every two
minutes in the UK another bone breaks. For many of us, whether we know it or not, our fragile bones are
a ticking time-bomb.
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1in 2women and 1in 5 men

over the age of 50 will break a bone as a result of poor bone health

That’s almost 1 fracture every 2 minutes

” Every year there are 300,000 fractures

=7 Only 25% of adults are familiar

with the term osteoporosis

. Just 22% of people with osteoporosis think
the NHS gives it the attention it deserves
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Where do people look for information and support?

We asked respondents where they have obtained information and support relating to their experience
of osteoporosis. When it comes to looking for information the National Osteoporosis Society is the top
source of information, followed by the patient’s GP and this order is then reversed when it comes to

support.
Top 5 sources of information Top 5 sources of support
The media The NHS NHS The National Friends NHS Family The National NHS
(e.g. television internet Specialist GP Osteoporosis Specialist Osteoporosis GP
& newspapers) consultant Society consultant Society

We also asked participants how they access information and support. Leaflets are the most frequently
used source of information, followed by speaking to others, face-to-face and websites. For support the
people in the study look to face-to-face contact, the telephone and support groups.

Top 5 ways of accessing information Top 5 ways of accessing support
Books Magazines Websites Face-to-face Leaflets Websites Leaflets A support Telephone Face-to-face
group
Getting online

The people in our study ranged in age from 23 to 98 and just over 50% were aged 70 or older. 80% of our
sample use the internet at home and 80% of them go online every day. 31% of people using the internet
do so via a mobile phone.
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50% aged 80% use the 80% of them go 31% of people using
70 or older internet at online every day the internet do so
home via mobile phone
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How confident are people in managing their own condition?

Over 80% of people see themselves as proactively seeking information and support. 58% are confident
they are managing their condition in a way that best suits their needs with a further 17% much less
confident.

I am the kind of person who proactively seeks /5
information and support for myself (Base:3545) :

Iam confident about managing my osteoporosis in a
way that best meets my needs (Base: 3544)

m Stronglydisagree  m Disagree Neither agree nordisagree mAgree  mStrongly agree

What information and support would people find useful?

People with osteoporosis are looking for information or support on a wide variety of topics with over

80% interested in medication, healthy eating, exercise and being active; over 70% see information and
support around preventing and reducing the risk of fractures and managing their condition as useful.
Interestingly 60% are looking for information and support on making decisions about their healthcare and
communicating with healthcare professionals.

Osteoporosis medication (Base: 3578) % 19%

Healthy eating for bones (Base: 3584) 5 26%
Exercise and keeping active (Base: 3586) 56% 25%
Preventing fractures (Base: 3578) 53% 25%

Understanding the condition (Base: 3580) 54% 24%
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Tackling factors that increase my risk of fracture (Base: 3580) 46% 27%

Making decisions about my healthcare (Base: 3570)

Communicating better with healthcare professionals (Base: 3573)

Leisure activities (Base: 3574)

Emotional health and wellbeing (Base: 3577)

Managing symptoms caused by fractures (Base: 3570)

Managing pain caused by fractures (Base: 3570)

20%

Lifestyle changes for healthy bones e.g. smoking, alcohol (Base: 3570)
Clothes and body image (Base: 3570) 16% 17%

Getting around/transport (Base: 3572) 14% 16%

N
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Social life/meeting people (Base: 3567) 9% 17%

Housing/adapting my home (Base: 3570) 9% 13%

Social care/getting help at home (Base: 3569) 9% 11%

Financial issues (Base: 3566) 7% 13%
Physical intimacy and sex (Base: 3565) &3 11%

Work and employment (Base: 3568) [N m Very useful B Quite useful
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What piece of information and support have people found most useful?
We asked people what one piece of information or support they have found most useful; a selection of

responses are provided below.

Dietary advice Understanding the effects
"Dietary advice — fo get "The article in NoS newsletter
colcium & other necessos about the implications of spinal
os possidle.” Moy arise due to loss of height.

Female, aged 67 \/ Female, aged 86
Knowledgeable healthcare professionals National Osteoporosis Society

(ﬂ"e expertise and friendiiness B "At o articularly worrying time,
of the specialist team ot my | phoned the NOS helpline. asout
locol kosPH'aJ. From the initiol wy condition and Was guen very
diognosis, they have explaned sensiole information and

Whih my dreatment © and how support. | Wosn't cushed and

t Works: answer any queries hod great confidence in +he

thot | have and effortlesst _ _ ,
moke me feel supported ond ngewf?fk\/l;c? gl?l)s‘ wosn't the

confident.”
NS J N J
Female, aged 68 Female, aged 59
N N
Keeping active Connecting with others
ﬂln the very beginning to foke ) ( e osh < ord )
up load bearing exércise. | took Teﬁ(:\(fj\czopforliislqgn o on
up tai chi and twenty veoars iy
log'er it stands me in aood stead EmitOOK 'P‘C'm“\/ dudn:kfeel "
and helps with osteoporosis and J'rke A I:’aj"Jr 'Pzr_son n ' € V"f\r
other ageing protlems o WS dREASE OT SUch o
J \young age.
/" Female, aged 78 \_ )

A4 Female, aged 37
Method

This study was conducted by an independent agency, Alterline. A questionnaire with both quantitative
and qualitative questions was designed by Alterline in collaboration with the National Osteoporosis
Society. 3597 people who have osteoporosis (or someone on their behalf) completed the survey
between 1st September and 8th November 2015.

@ 08088000035 @ www.nos.org.uk @ info@nos.org.uk Camerton, Bath BA2 OPJ

National Osteoporosis Society is a registered charity no. 1102712 in England and Wales and no. SC039755 in Scotland.
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