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What do
tinnitus
sufferers
want from
research?

What
can/should
researchers
deliver?
What are the
thorny issues to
resolue before we
can move forward
meaningfully
together?

Greasing the gears of PPl/citizen science

How can Tinnitus Hub
help build a bridge
between patients and
researchers?




To understand patients’ research expectations,
we must first understand their experiences...




Did you see a healthcare professional for
your tinnitus?
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Source: Tinnitus Hub,
Transforming Tinnitus Research
Survey (2022), n=2727



What treatments have you tried to help
with your tinnitus? Did these help?

Experimental treatment (e.g. stem cells)
Transcranial magnetic/electric stimulation
Off-label drugs (e.g. retigabine, gabapentin)
Dietary supplements (vitamins, herbal medicine)
Homeopathy

Lenire

TMD (temporomandibular joint disorder) treatment
Low-level laser therapy (LLLT)

Prednisone/steroids

Masking (nature sounds, music)

Sound therapy (neuromodulation, notched music)
Acupuncture

Antidepressants

Hyperbaric oxygen therapy (HBOT)
Physiotherapy/chiropractor

Anti-anxiety medication

Hearing aids

In-ear maskers

Psychological therapy (CBT, mindfulness, counseling)
Tinnitus Retraining Therapy (TRT)

Other (assortment of diet, lifestyle, specific drugs, etc.)

Source: Tinnitus Hub,
Transforming Tinnitus Research
Survey (2022), n=2727



How satisfied are you with the tinnitus
treatment options currently available to you?
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very dissatisfied
64,8 %




Do you agree/disagree with: The information
and advuice posted by others on Tinnitus TalR
has helped me?
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Source: Tinnitus Hub, User
Experience Survey (2021), n=425



So, what DO
tinnttus
sufferers
want from
research?

|ike donate

feel many enough
live something since
caused nothing different g s s

find research ringing really
started  only years .. good g|| day

Thank Cé‘g?etreatments hope now
MaXe " “want Much  hear soon i

some suffer thi
people pelieve Overr.\earlng oss thlnk

studies  causes
because t I n tu Iot . understand
g sounds need loud work
Please prain hel
cure . elp
Ll sufferers [NOIE found |ife seems

other time
anythin ears
betwggws Thanks ywayg worse sound interested

most Covid  condition back
being better Money
about see efc medical hyperacusis

take know just problem
treatment after b

needs



The critical objective of tinnitus research
should be to... (assess each on 1-5 scale)

Eliminate tinnitus Substantially reduce Reduce emotional Enable people to carry
loudness distress on life
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Source: Tinnitus Hub,
Transforming Tinnitus Research
Survey (2022), n=2727



How much would you be willing to pay (once)
to be 100%/50% rid of your tinnitus?
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Source: Tinnitus Hub,
Transforming Tinnitus Research
Survey (2022), n=2727



Which fields of tinnitus research are you
Interested in? (unlimited choice)

Other

Epidemiology
Endocrinology

Genetics

Interdisciplinary
Otolaryngology
> Psychology
Pharmacology

I don't know

Audiology

— Neurology

o
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Source: Tinnitus Hub,
Transforming Tinnitus Research
Survey (2022), n=2727



Community voting on
the ‘best research
paper of the month’
results from 6 months
of polling (2021)

* Six monthly winners (Jan-jun 2021)
* Won often by a large margin
* ALL were related to treatment efficacy
testing (non-psychological treatments)
* Runner-ups:
* Investigating neural correlates of tinnitus
* Various meta-analyses

* No clear patterns in studies with least # votes



“Web-based discussion forums reveal the
person-centred relevance and importance
of tinnitus” (2021), Hall et al.

* Five major themes emerged from discussion threads:
of tinnitus experiences
of complaints for the unfortunate few

 short-term in tinnitus experience
* life’s long-term in living with tinnitus
* feeling by others

* Reference to rather than

“bothersomeness” or “distress”

as the defining feature of the
web discussion forum contributing to the
therapeutic benefit of participation expressed by
some discussants
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Psychological research alone is not
the answer

Greatest interest in neurology and
audiology

 Tinnitus models exploration,
bottom-up & top-down

z

Easier to see relevance of applied
us fundamental research

* Need to connect the dots K
between the two

An individualised approach is =
needed

But ... no clear research agenda
can emerge from the patient ‘
community alone, this requires

engagement with researchers

What are the
implications
for research?



Hot topics for debate

What does it mean to target one v the other?
Be clear on which is the target

Disentangle lack of loudness/distress
correlation within populations from
significance within an individual

Question the usefulness of the concept
“tinnitus disorder”

“Clinically significant improvement” is not
meaningful (enough) for patients

Frameworks developed with patient input (i.e.
COMIT study) are not being used, why?

Consider general wellbeing and quality of life

Tinnitus characteristics and comorbidities
matter, not just distress



Clinical study
design & reporting

* Patient selection

 Whom is the target: acute onset,
severe sufferers, etc.?

* Why do treatments worR for some but
not others?
* Create conditions for high-quality
research, by agreeing on:
* Minimum data to be collected
* Inuoluing the right competencies
* For treatments, only RCTs!

* Report on dropouts and adverse event



Our experiences with research collaboration

9

<

Co-authored 9 papers in academic
journals

Patient empowerment
Treatment outcomes
Somatosensory tinnitus

Some amazing PPl ambassadors in
the research community

However, significant room for
improvement

Criticism is not well taken, generally
Occasional patronising attitude
Invited late to the party

Seen as channel for distribution, not
participation



How Tinnitus Hub can add value

call for partnerships

* Immense potential for data
collection (biggest survey =
8R+ responses)

* Direct access to large online
community

* Ouer a decade of experience
working with researchers &
tinnitus sufferers




Visit us at:
wwuw.tinnitushub.com

Engage with the community at:
wwuw.tinnitustalk.com

ThanR Youl!

Please get in touch for
collaboration opportunities:

info@tinnitushub.com



http://www.tinnitushub.com/
http://www.tinnitustalk.com/

