
OUR TEAM AT GOSH WISH YOU ALL A VERY MERRY CHRISTMAS  
                                   AND A BRILLIANT HEALTHY 2013 
 
 
I would like to start by thanking everyone for 
coming along to our group meeting held in 
October; it was most heart-warming to see 
such a fantastic turnout. A big welcome to all 
our new members, thanks to those who 
travelled quite some distance (even as far as 
Scotland) to attend the meeting as well of 
course to all our valued faithful attendees! 
Thank you too for all the positive feedback and 
the kind comments.  
 
We discussed the findings of the UK study of 
Adults with Congenital Adrenal Hyperplasia: 
A Cohort Study of 203 patients which 
highlighted the health problems many being 
long term side effects caused by inappropriate 
dosing - we feel that with our method of 24 
hour profiling which allows us to fine-tune 
medication for our patients, we hope that many 
of the issues can be avoided.  We discussed the 
transition into adult care and what we hope to 
achieve in the years to come. 
 
Following up the results of the questionnaire 
kindly completed by those who attended our 
April meeting we discussed the importance of 
getting the correct distribution of cortisol over 
the 24 hour period,  how the timing of dosing 
is significant in achieving not only good 
control but how long term side effects can be 
prevented.  
 
We discussed the information you get (or lack 
of) from a one off blood test, and as requested, 
how the use of blood spots pre-dose do not 
give a full and accurate picture and why you 
need to look at the cortisol level as well as the 
17 OHP.  We provided data to illustrate how 
these methods could lead to over and under 
treatment, although the 17 OHP result could be 
within range.  We presented our new detailed 
24 hour profile protocol sheet which will be 
used on Kingfisher Ward. 
 
 
 
 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
We also clarified what our Annual Review entails 
and what we test and why, explaining how we have 
divided this into the End Point, (what we are 
looking at) Rationale (the reason why) and the 
Measure (how we do this). We consider the Short 
Term, Medium Term and Long Term issues, this 
table can be seen in our leaflet 
http://www.cahisus.co.uk, leaflets, Annual Clinic 
Review.  
 
We discussed the different steroids used and why 
hydrocortisone is the most suitable due to it being 
the synthetic form of cortisol, as well as how it 
works. We used current data to illustrate how to 
use hydrocortisone effectively and that smaller 
more frequent doses achieve smaller more 
appropriate peaks and give better cortisol cover 
during the 24 hour period, thus achieving better 
control with less chance of side effects. We 
explained that it is very important to take the 
morning dose as early as possible in the morning 
and why. 
 
We presented data depicting how perfect cortisol 
replacement can be delivered by using the pump 
method which mimics the circadian rhythm.  Our 
patients using this method are doing extremely 
well and feel incredibly well with excellent energy 
levels.  
 
Tea break was brilliant, thanks to the kindness of 
the Co-op who spoilt us with refreshments, which 
even included bars of chocolate!!  What has been 
great is that many of our patient’s families have got 
to know one another and look forward to meeting 
up at the meetings.  



 
 
We spoke of the research projects we would 
like to achieve and were delighted with the 
enthusiasm from everyone, again thank you to 
all those who have written and expressed an 
interest, we will keep you posted.   

 
Thank you very much for all those who have 
offered to fundraise to help us achieve our 
objectives, which will be directly for CAH 
patients and be helpful in all other cortisol 
deficient patients.  

 
Thanks also to Paul for his hard work in 
designing, and organising the Sport Bands 
which he sold at the meeting, donating the 
profits to the group, which was most 
appreciated.  
 
Thanks to Kathy who is now Chair of the 
group, for all her hard work in helping 
organise the meeting and the running of the 
group. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
Our next meeting is planned for Saturday 27th 
April 2013 at the Institute of Health London.  
If anyone has any particular subject they 
would like covered, please do drop us an         
e-mail.   
 
Once again thank you all for your participation 
and for making the group the success it is.  We 
do want to continue to improve the quality of 
care for all those with CAH and other adrenal 
disorders and feel there is more we can do and 
will work on to achieve this.  
 
We are very proud of our group and once 
again, we do hope you all have a Merry 
Christmas and Happy New Year.   
 
Please remember we have our endocrine 
registrar on call (backed by a Consultant) over 
the Christmas and New Year holiday period, 
should you need urgent advice.  
 
With very best wishes 
 
Peter Hindmarsh 

 
 
 
 

 
 
 


