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Study Rationale

A Social media and healthpotential role?
A Innovative concept

A Ethical concerng could blogging cause
patients harm?

A Exploratory qualitative study to examine
patient and staff experiences of the blog

A Identifying perceived benefits or risks
_.associated
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Methods
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A Qualitative study design

Participants selected
purposively
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Few weeks back | did a manifesto, alongside Dr Jenny and XDR-TB patients who 2
attend the support group here at Lizo (Nobanda]. We wrote the manifesto so %
3 that we could get a word out there mainly on the things that we as patients -
- demand from the people respansible for giving treatment to whose affected and
. &

WHO staff

Interviews conducted
using a flexible
participatory technique
based on topic guides, vi
Skype
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* clear about the deafness part and very little peaple know that the medication

Me and Jennifer

Well firstly we sat down and looked at what kinda attention DR-TB needs. For
instance we talked about the urgent need to reduce the medication, 20+ tablets,
those medications which makes you even more sick than you already are, and also
to reduce them by making stranger drugs which we will be able to take not for 2
years or 3 years but only a manth. This would be just fine so that we can continue
with our lives. | hope the manifesto will be taken very seriously and land on the
right hands so that something will be done with immediate effect.

And talking about side effects of the drugs, | noticed that | have not been very

makes you deaf... | did mention it a couple times before, well s
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Participants

Role  Toml
Blogger 5
Project staff 8
Stakeholder 7
20

Small potential sample size (13 patient bloggers at time
of study) and several bloggers untraceable: 1 died, 7
due to project constraints e.g. MSF project closed
down, no availability in study timeframe
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" Mariam Davtyan

View Mariam Davtyan's profile

S My Wonderful Day 3
September 7th, 2012 ;’

By Mariam Davtyan in Armenia
Read 12 Comments »
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B injections isolation MDR-TB money Motivation
ared it with you through this blog throughout all these months of treatment.

- .
sharing the whole story with you from the beginning, | also had to revisit some MSF pain quarantine recovery resistance results S1de
he early and most difficult periods of the treatment. effects spuitum Stigma support Support

story was full of challenging situations and personal struggles. As my ‘special f Network surgery Swaziland TB tests tiredness
* got closer, the idea of completing the treatment made me stronger every
Riss treatment workor 8
““neptrsn 3 | told you in my video blogs earlier this year, | planned to have a real party
‘\‘M\ 'qﬂdeoo h cake, balloons and champagne on the last day of the treatment.
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Findings 1: Blogging and the
treatment-taking process

A Helping patients continue [
with the treatment
taking process

A Unique blog audience:
I receiving encouraging

comments
I providing a positive
example
I not wanting to disappoint !
followers U otivated
A Blog providing distraction L— & S\ i

frOm treatment 1 was happy when I heard the

words of encouragement from

people, then I felt like to take

the drugs as soon as possible’
Blogger 04




Findings 2: Support to patients

A Peer support for
other patients

A Shared experience |
A Feelings of solidarity

A Reduced isolation el
A Enhanced staff . f;‘aaxa YI18a @&2d

- - - not alone in the struggle, that other
patlent r6|at|0n5h|ps people are experiencing the same things
that you are experiencing, and other
people have already conquered the
RA 4 SBloggerQ2




Findings 3: Patient expression and

voice

A Stage for story telling
I written medium facilitating open expression

A Blog and patient voice

A Providing strength and positivity to patients
recognition of achievements

A No reported instances of harm

‘Now when I look back, whatever

Yhrough blogging you can share\ was written | have achieved it’
thoughts without thinking of what Blogger 05
others will think’ Blogger 02 V Y,
J

N



Findings 4. Human face to DRB

A Ment|0ned by a-” ( ‘The connection with the \

Stake h O I d er par“ C| p ants patients and their stories,

understanding that side of it

- - makes it more urgent and more
A Blog Sald to prOVIde a real’ Stakeholder 04

human face to DRB N J
A Helping identify priority
areas requiring attention

‘Social media is I think the best
channel to get more MDR-TB
patients involved in defining the

policy’ Stakeholder 06
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Conclusions

A TB & Me blog associated with identified
health and emotional benefits

A No reported incidences of harm subsequent
to, or as a perceived result of blogging

A Blog as a useful tool to support patients with
DRTB treatment

A Role of social media in patient voice merits
further exploration
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Next steps

A MSF hopes to see more TB patients benefit
from blogging

A Aim to increase the participation, readership
and audience of the blog
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Thank you!

Thank you to all of the

patient bloggers and staff

who participated in and

contributed to this study

The photographs used in this

presentation are generic pictures of
TB&Mebloggers, who have consented
to their use on th@ B&Mewebsite

and in this presentation

All quotes used are anonymous and do ¥
not relate to particular photographs
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