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Personal Background

* Unique start to life
* First signs

* Cravings

“You'll give yourself kidney problems!”




Personal Background

* Illness and symptoms

* Diagnosis

* Medication




The Website

* Why did I decide to make it?

- Very little information out there

- Lots of medical terminology

- Improve the treatment of patients




The Website

* GitelmanSyndrome.co.uk

- GitelmanSyndrome.uk

- GitelmanSyndrome.org.uk
- GitelmanSyndrome.org

- GitelmanSyndrome.eu

- Gitelmans.uk

- Gitelmans.org.uk

- Gitelmans.co.uk

- Gitelmans.eu

- Gitelmans.com
6 A disease may be rare, but information and support should not be




The Website

Gitelman Syndrome
Online Patient Resource

A disease may be rare but infor ion and t should not be. ﬁ
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Because Gitelman Syndrome (often referred to as G3) is such a rare AT @pshaheen7s: Reconsider
disease, it is possible that most people and doctors are unlikely to have the use of HCTZ in certain
had much experience of it. paiients. May exacerbate
hypokalemia in
When patients have first been given their initial diagnosis of the rare pafienis receiving prednison.
Gitelman Syndrome, they have often scanned the Internet for information
which they have found to be either absent of advice or very misleading HT @Medicaliits Allcalosis can
and incorrect. lead o Hypokalemia,whereas
Acidosis can lead to
‘ This site can be used to inform, share, support, and create awareness for Hyperialemia
those who have been diagnosed, their families and carers, as well as the
medical community. It is also intended to provide a support framework so = T o
that people who have the condition do not feel so isolated. Calling all phiebotomists!, when oy be useq
faking blood for vital K tests and Anarene, P
the need for accuraie resulis in Sommun, 145 210 corpry, &
Gitedman Sydrome hitp-/t co ":",':;”:anr s
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. ‘S NEWS: The Second national Gileiman and Bartler Syndromes -
\ support Day will be on 13th June 2015 in ceniral London _ NEwstor
mformabion, interesiing blogs,
o arbicles and pafient stories at
Register now! hitip/ft cofpwBHUXRa51
Hawareness §support

A disease may be rare, but information and support should not be




Patient Support Network

We're here to help each other

Thank you for listening

6 A disease may be rare, but information and support should not be
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