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A note from Rami, 

Brigstowe’s  Project      

Coordinator  

Since January this year, we’ve had a lot 

going on and it looks like that will         

continue over the coming months. 

Although the funding for our Support 

Service remains unclear, I am                

approaching the summer with optimism 

and looking forward to the months 

ahead. We have a new joint service 

with Terrence Higgins Trust launching at 

the beginning of July. We are                

advertising for volunteer Peer Mentors in 

time for the training in September and 

we will be attending a host of            

community events over the summer to 

raise public awareness of HIV (more     

information inside).   

I’m really pleased to say 

that we recently hosted our first Newly 

Diagnosed Group. This is a service we 

have been looking to start for a while 

which ran for the first time in March, 

thanks to BIG Lottery Fund. Emily, an       

attendee at the group, shares her          

experience on page 3. It’s a really       

honest and open account of diagnosis 

and we’re really thankful that she has 

shared her story. If you read only one 

thing in this newsletter, please let it be 

that. 

We also had a reader write to us in        

response to an article we published on 

HIV and ageing in our last newsletter. 

We’re really pleased that he let us know 

his thoughts. You can read his letter on 

page 7. 

It’s great to see contributions from         

different people in this edition and we’d 

really like to see that continue. If you 

have something you’d like us to publish, 

or if you want to tell your story, please 

get in touch. We’d love to hear from 

you. Best wishes,  

Rami Ghali 

BRIGTOWE, Easton Community Centre, Kilburn Street, Bristol, BS5 6AW 

TEL: 01179555038 EMAIL: info@brigstowe.org 



This year, Brigstowe 

went to Liverpool for 

the annual BHIVA    

Conference 2017. Our 

Positive Voices            

Coordinator, Lauren, 

shares some of the 

highlights…. 

The BHIVA Conference or the British HIV 

Association conference is an annual 

event bringing together people living 

with HIV, community advocates,       

consultants, researchers, and voluntary 

organisations in order to share 

knowledge, information and to network.  

Ultimately, it was a brilliant and assuring 

experience to be with over 600 people 

all there because of their interest in       

improving the lives of people living with 

HIV. BIG YES! 

On arrival, we bumped into our friends 

from Clini-Q, London who had delivered 

Trans Awareness training at Brigstowe a 

few weeks earlier.  Clini-Q had a big 

presence at the conference which was 

fantastic to see. Their workshops and 

presentations focused on HIV 

prevention challenges for trans people.              

Although trans people are at high risk of 

acquiring HIV, an alarming number of 

transgendered women do not know 

about PrEP or PEP.  An insensitivity to 

transgendered issues by health            

providers can be a significant barrier for 

trans people accessing treatment. 

A lunchtime, workshop facilitated by 

Positively UK, National Aids Trust (NAT) 

and others, focused on the need to       

encourage and support patients to take 

an active role in their own care. Within 

the current climate of patients moving 

to generic medication this was             

particularly relevant. The importance of 

strengthening the patients’ role in       

managing their health means more 

shared decision making between 

patient and clinician which leads not 

only to better patient experience but 

also improved health and cost 

efficiency. 

Body & Soul, a London-based HIV           

organisation, did a presentation which I 

found particularly interesting on HIV+ 

mothers and the buying of milk formula. 

It really highlighted the need to have 

free formula milk available to HIV+ 

mothers as the financial strain of           

purchasing can be a real burden on 

families.  

I came back inspired, honoured and 

with so many leaflets I don’t know what 

to do with. Until next year…  



 

NAME: Emily 

AGE: 28 

DIAGNOSED: 

July 2016 
 

How did it feel being told you were HIV 

positive? It felt like an atomic bomb had 

gone off. I couldn’t hear people; people were 

talking about it and all I could hear was 

muffled sound. My brain was going “what? this        

isn’t real, surely this isn’t real?”. I didn’t know 

much about it or what it was so my brain was 

going “shit, shit, shit, shit, what do I do? What is 

it?” I do remember how it felt, it was a whole 

lot of confusion all at once. 

How did it work with help and support? I 

was sent straight to the hospital for blood tests 

and to get the whole process started. I wasn’t 

actually in touch with Brigstowe until the         

December because I very typically English-ly 

thought, “no big deal, I can deal with this on 

my own” Then it got to December and I just hit 

rock bottom. So, the next time I went to see 

the nurses they instantly noticed my mood had 

completely changed and they referred me to 

Brigstowe. I think they knew that I wouldn’t ask 

for help. 

And you’ve received Peer Support? Yup, 

that’s been going amazingly.  

And you recently went to the Newly     

Diagnosed Group? That was just brilliant. 

Meeting other people I think is really important. 

Just so you don’t feel so isolated. You can see 

other people going through the same thing 

and you can see that they’re normal and you 

think “ahh, great, I can do that too!”. The 

group itself was really good actually. The first 

day was a bit… I think everyone was feeling a 

bit anxious. But now we talk just like we’ve 

known each other for years. 

If you had to choose one most               

important thing you got from the group 

what would it be? Probably the information 

about how fast medicine is developing and 

how they are working towards a cure and 

where to go to find this information. I like the 

sciencey bits. 

What would say to someone else who 

had just found out they were HIV          

positive? Good question because I am 

hoping to be a Peer Mentor at some point. I 

would probably say “it’s OK, you’re still you 

and it will never define who you are.” 

Anything else you want to mention? I 
think for newly diagnosed people, I think 

reaching out to people is really important. I 

feel so lucky being in Bristol where these 

groups are happening. I know of people who 

live outside of Bristol where there’s not really 

much support or anything.  

We recently hosted our first Newly Diagnosed Group. One 

group member talks to us about diagnosis, being English about 

things and looking forward to helping others. 
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PLEASE NOTE 

Interviews are granted on a first come, first serve basis and training has previously 

been very popular. Get your application in soon to avoid disappointment!  

Applicants must be available for training on the 8th, 9th and 10th of September from 

10am - 4pm. 

All applicants are subject to a full DBS check.  

 



We talk a lot about gay rights in the 

newsletter. We talk about them           

because they are important, they are 

current and we need to carry on the 

discussion.  

73 countries worldwide have criminal 

laws against sexual activity by lesbian, 

gay, bisexual and transgender people. 

This 73 does not include countries like 

Russia who do not outlaw gay sex but 

have laws that limit the rights of LGBT 

people. We have seen a frightening 

trend of LGBT rights getting worse rather 

than better worldwide. 

We recently learned in the news about 

awful human rights abuses in         

Chechnya, a largely independent 

province of Russia, where men 

perceived as gay or bisexual were 

being tortured and even killed by 

government officials.  

Closer to home, the situation is better, 

but we are by no means without issue. 

We have recently seen a rise in hate 

crime towards LGBT people in the UK 

and LGBT rights have been topical in 

government in recent years. LGBT      

people are still denied equal pension 

rights compared to heterosexual        

couples, for example.  

HIV doesn’t just affect people who are 

gay. Far from it. Anyone can be            

affected by HIV. However, a little over 

half the people living with HIV in the UK 

are gay and bisexual men.  

Brigstowe will be attending both Bristol 

Pride on Saturday 8th July and Weston 

Super Mare Pride Saturday 29th July this 

summer. We will be showing our support 

to the LGBT community both                      

internationally and here in the UK;      

encouraging everyone to become 

more HIV-aware and talking about our 

services. 

In addition to our stalls, Brigstowe will be 

marching in Bristol Pride this year so 

please come and join us if you can. We 

will be meeting at Castle Park at 12 

midday on Saturday 8th July and will 

have a HUGE Brigstowe banner. This will 

be a public march so everyone is          

invited!  

 

 

If you’d like to volunteer at any 

of the events listed in this 

newsletter, please get in touch. We’d 

love to hear from you. 
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OUR  MIGRANT & ASYLUM  

SOCIAL WORKER, MIRIAM, 

TELLS US A BIT ABOUT THIS 

SPECIAL CELEBRATION … 

We are often confronted with images 

and stories in the media that portray 

the plight that refugees may face on 

their journeys to safety, but we hear 

very little of the valuable contributions 

that refugees have made once arriving 

in UK communities and about their      

experiences in the UK. Refugee Week is  

a special and vibrant annual event 

that raises public awareness of the 

issues that refugees and asylum seekers 

face.  

Refugee Week is a nationwide           

programme of arts, cultural and          

educational events that celebrate the 

contribution of refugees to the UK, and 

encourages a better understanding 

between communities.  

This year the festival will be running for 

one month between 19th June and 16th 

July. There will be a special day time 

event on Sunday 9th July with music, 

food, dancing, children’s        

entertainment and stalls.  

Brigstowe has had a presence at the 

Sunday festival for the past few years 

and I feel that this presence is             

extremely important. Refugee clients 

that I work with through our MASS    

project often describe the stigma and 

discrimination they face in their       

communities once arriving in the UK. 

After fleeing to the UK to escape        

persecution and often leaving behind 

friends and family, this stigma 

surrounding HIV can feel extremely 

isolating. By being a visible HIV 

organisation and having a stall at the 

Refugee Week festival we hope to 

challenge this stigma and educate 

individuals both from refugee 

communities and the wider general 

public. 

I would welcome anyone to attend this 

event or to volunteer to help run our 

stall during the day. It has always been 

a fun-filled, colourful, tasty and musical 

day and we would love to see you 

there!  

REFUGEE 

WEEK 2017 



HIV and ageing is a complex issue and 

relatively new in terms of science. We 

are only just seeing the first generation 

of people ageing with HIV. There is still a 

lot of learning to be done. 

 

You may remember back in the 

February edition of our newsletter we 

published an article called “HIV and 

Ageing”. Following reading that article, 

one reader wrote in with his thoughts… 

———————————————————- 

Dear Brigstowe, 

 

I am responding to your Spring         

Newsletter. Whilst I very much welcome 

the factual content presented on HIV, I 

am also disappointed at the way in 

which the article ‘HIV and Ageing’ was 

written. I found particular issue with the 

statement "People growing older with 

HIV are more likely to experience         

multiple health conditions than the       

general population". Really, says who?,       

being my first thought. 

 

Whilst I understand this information was 

taken from a piece of research           

conducted by Terrence Higgins Trust, it is 

also only one professional opinion. So I 

wondered about other professional 

sources. For example, researching an 

Aids Map I found an article titled 

‘Healthy and Old 

Age’ (Issue 1213 Autumn 2012). Writer of 

this article, Dr Mike Youle states, “a lot of 

the observed deficit in life expectancy 

and overall health is due to the legacy 

of untreated AIDs in the pre-Art era …the 

likelihood  of developing cancer is 

related much more to a person’s lowest 

ever CD4 count than their current one."  

 

Gus Cairns, another researcher, says, 

"higher rates of illness and life                   

expectancy deficit are overwhelmingly 

concentrated in people who are          

diagnosed late...”  

 

Granted these are other opinions,  my 

point here being is that knowledge of 

HIV has broadened over the years and 

so have medical opinions - clearly there 

are now a broad spectrum of people       

living with HIV,  many coming from          

different eras of diagnosis and            

treatments, and all of whom may age 

very differently. 

 

Letter continues over page... 

 

HIV GLOSSARY 

ART: stands for antiretroviral treatment—

the powerful combination of drugs that 

can suppress HIV. 

Pre-ART: The time of HIV crisis prior to the 

invention of ART. ART was launched in 

1996 and is known as ‘the Vancouver 

moment’ 

CD4: CD4 are a type of white blood cell 

that help defend your body against 

infections. 

CD4 count: the amount of CD4 cells in 

your blood. A way of testing the strength 

of the immune system. 

HIV AND AGEING: A READER’S PERSPECTIVE 



The last line of your article states: "So, 

now we have some information what do 

we do with it?" My advice? You take 

that information, and triangulate it! You 

research some more, and then 

again, until you have a variety of           

different pieces of research and        

opinions to draw upon. Perhaps 

then your article could have focused 

more on encouraging  people with HIV 

to EMBRACE the ageing process -    

knowing that not only have treatments 

changed, but that a healthy lifestyle, 

good diet and regular exercise can        

indeed put up a strong fight against the 

ageing process. 

 

So please Brigstowe - before deep       

diving into one dimensional information 

sources - think about empowering your 

readers. 

They are after all your biggest fans!   

 

Regards  

Dave      

  

 

 

As we said before, HIV and ageing is     

relatively new and we are still not sure 

how HIV will affect the ageing process. 

There are some studies that suggest that 

people may experience health             

complications growing older with HIV 

but as David rightly points out there are 

others that explicitly state that this is not 

the case for everyone.  

 

We agree with Dave that is so important 

that people feel “empowered to        

embrace the ageing process”.  Living 

healthily has a huge impact on an         

individual’s health regardless of their HIV 

status.  It’s vital that we all focus on the 

huge positive impact we can have on 

our health by improving our diet, regular 

exercise and reducing or stopping 

smoking. 

 

So thank you Dave for your contribution.  

We are always keen to hear other’s      

perspectives and points of view. If you 

disagree with anything you read in our 

newsletter, let us know! We could even 

publish a response like we have here.    

HIV INFORMATION RESOURCES 

The internet is a wonderful place for information. Here are just a few 

sites that you might want to look at.  

www.aidsvancouver.org 

www.i-base.info 

www.aidsmap.com 

www.nat.org.uk 



Science is fantastic. It gave us penicillin 

in the 1800s, developed highly                   

successful anti-retroviral therapies in 

the 1990s and more recently scientific 

studies proved that an HIV positive     

person with a fully supressed viral load 

cannot transmit HIV through                 

unprotected sex. It’s a ground         

breaking piece of research and stands 

to help many, many people. There are 

issues though. 

A recent survey conducted by Fact 

Site looked at attitudes        

towards and knowledge 

about HIV. Over 3000 gay 

and bisexual men were 

asked questions about their HIV 

knowledge. 49% of respondents didn’t 

know what HIV undetectable meant, 

44% said that they would not have sex 

with a man who is openly HIV positive 

and over 50% of the men that              

responded to the survey were worried 

about contracting HIV. The statistics 

are indicative of a community not       

receiving the facts about transmission 

and medication. There are also a large 

portion of people living with HIV who 

are unaware what the term 

‘undetectable’ means.  

Clearly, there is work to be done in    

getting very important information 

around transmission and viral load to 

the people who could really benefit 

from knowing it.  

The U = U campaign takes science and 

expresses it simply, in the hope that the 

information reaches and is understood 

by those who could benefit from it 

most. It’s the proven science that once 

someone’s viral load (that 

is the amount of HIV in 

their blood) is fully              

supressed and can’t be 

detected it is impossible 

for them to sexually transmit the virus.                                                

Undetectable=Untransmittable: U = U. 

After all, “There is now evidence-based 

confirmation that the risk of HIV        

transmission from a person living with 

HIV (PLHIV), who is on Antiretroviral 

Therapy (ART) and has achieved an 

undetectable viral load in their blood 

for at least 6 months is negligible to 

non-existent” is an entirely accurate 

statement but not very memorable. 

Brigstowe endorse the three symbols:  

U = U.  

Undetectable = Untransmittable 

U = U 



WE NEED YOU! 
Last year, we hosted a public vigil for World AIDS Day (see photo left). 

We organised it in 3 weeks with a tiny team and on a shoestring      

budget. 

This year, we want to make it better, bigger and louder. We’re looking 

to establish a group of dedicated people to help organise World AIDS 

Day in Bristol this year. We need all sorts of skills and interests to make 

this a day to remember, so whether you’re good at organisation,        

financial management, design, you’ve got a tonne of ideas or you just want to help out in any 

way you can, we’d love for you to be involved!  

We’re looking for people from professional organisations as well as individuals. 

Please get in touch if this is something you’d like to be part of. You don’t have to be living with 

HIV to get involved, but we’d really like to have positive people in the group. 

Contact Polly on pollytheedom@brigstowe.org or 01179555038 

----------------------------------------------------------------------------------------------- 

BRIGSTOWE HITS THE RED RUN 
On Sunday 26th November, Brigstowe will be upping sticks and heading 

to London for the day to run or speed walk 5 or 10 km to raise money for 

our HIV services.  

The Red Run is an annual event inviting people to do a sponsored run 

for the HIV charity of their choice. This year, Brigstowe is getting involved! 

The entry fee for the run is £15 which you can then make back from your sponsorship if you 

would like to. Included in that cost is your entry fee as well as mulled wine, mince pies and 

some disco tunes from DJ collective Horse Meat Disco greeting you at the end of your run. 

Brigstowe are planning to put on a coach from Bristol so we can all go together! Please get in 

touch for more details!  

This is a great chance to meet other HIV organisations from throughout the UK, get fit and raise 

some cash to support essential services. 

WILL YOU JOIN US!?    

http://www.redrun.org.uk/  


