
 

PID UK newsletter survey 2020 

 

 

The aim of the survey was to explore the value of the newsletter to the community, preferences on 

content, and the frequency and mode of delivery of the newsletter.  The survey ran from 6th to 30th 

October 2020 and participation was by an email invitation to members. 

Who responded? 

102 people responded to the survey. Of these 92 were from people either directly or indirectly affected by 

PID.  A broad range of age groups took part.  

96% of respondents came from the four home nations with remaining responses from members living 

outside of the UK.  

For a detailed breakdown of the demographics (Q1 – Q3) please see the Appendix.  

Key findings 

• 85% of respondents found the newsletter informative or extremely informative.  

• 92% of respondents valued updates on the latest medical treatments and advances on PID. 

• 64% of respondents valued the sharing of stories & experiences from those living with PID. 

• 63% of respondents indicated the newsletter made them feel part of a community. 

• 61% of respondents valued being informed about PID UK’s activities and how PID UK raises 

awareness of PID. 

• 91% of respondents were happy to receive newsletters by email.   

• 75% of respondents preferred monthly rather than quarterly newsletters. 

Analysis of the results 

 

 

 

 

 

85% of respondents found the newsletter informative or extremely informative.   

Categories Number of respondents 

Not informative 3 

Neutral 14 

Informative 32 

Extremely informative 53 

Total  102 
 



 

Category 

Number of respondents 

(102 responses) 

It helps you feel part of a community 64 

By providing relevant updates on the latest medical 

treatments and advances on PID 94 

By informing you about the charities activities and 

how they have been raising awareness of PID 62 

By providing shared stories & experiences from those 

living with PID 65 

 

Analysis of results 

Number of 

respondent

s 

Part of a 

community 

Updates on 

medical 

treatments and 

research 

Information on 

charity work 

Sharing lived 

experience 

49 √ √ √ √ 

3 √ √ √ - 

4 √ √ - - 

3 √ - - - 

4 √ √ - √ 

0 √ - √ √ 

1 √ - √ - 

0 √ - - √ 

3 - √ √ √ 



5 - √ √ - 

19 - √ - - 

7 - √ - √ 

0 - - √ √ 

1 - - √ - 

2 - - - √ 

1 - - - - 

Totals 102 64 94 62 65 

 

Other responses received:  

Recognising my clinicians 

too much information would prefer summaries 
 
During lock down your weekly updates were so supportive, on days when I was very down up popped an 

email, clear information and not mixed up like the government's reports, which seemed to make me feel a 

lost cause.  

Useful to keep in touch with what PID UK is doing and what you have available to support patients. 

Q6. What is your favourite thing about our bulletins and newsletters? 

Free text answers 

The variety Personal stories 

General information  Reading  about  it 

Information being in the group,knowledge of my condition  
it can help other people with various rare diseases feel not 
alone with it clear  

A verified source of information about coronavirus     

The information on PIDs, all the different stories 
and the science going on to help discover more 
about PIDS 

Latest developments with research, treatments, 
understanding etc Good information 

crispness of editorial, relevance, brevity ... oops, that's 
three things ! 

The feeling that you are not alone, listening to 
other peoples stories.  

To know we are not alone  All of it  

Updates 
Latest research, particularly in the current Covid-
19 context 

Updates on latest research and treatments Informative & up to date 

Keeping informed  Information 

Keeps me informed with what’s goin on in the PIA 
community  The stories  

information that you can look at and all updates and on 
charity events Stories & experiences 

Knowing I’m not alone I feel help is at hand 

Favourite🤷♀  
Updates on information sheets; research; benefits 
etc 

The up to date information on treatment, research etc Information given about the affects of PID and the 



reassuring information given. 

Finding out about PID-related events that are taking place Other families stories  

The content is accessible  reader stories, research,  

Research information New trials, treatments, advice & developments 

Updated information 
The cheerfulness, the hope, knowing your 
"fighting" my corner 

Hearing about peoples journeys 
Keeping informed. Accurate information aimed at 
the PID community  

Informative  All very relevant 

Helps with understanding PID, and makes me realise I'm 
not alone Interesting facts and up to date imformation 

Good research based information 
The medical and research aspects are excellent 
and very informative. 

Personal stories/case studies 
Hearing patient stories and any information about 
PID 

informative Hearing updates especially about research. 

Updates on latest medical and social support for PID 
patients 

other people's views and comments, as well as 
from experts 

The questions with doctors. I can't call up my doctor to ask 
about shielding and vaccines and such so it is nice to have 
all of those questions laid out and answered in the 
newsletters. To get informed on research.  

The information content The personal stories   

Feeling part of a comunity that understand me very informative and up to date. 

It shows compassion for people affected by PID and 
sharing important information, such as research, helps 
keep us updated. Updates in medical information  

 They're very informative and always honest.  

Good information especially on shielding.I am unable to 
inject myself so have to go to Southampton Hosp. to have 
'intratect'infusions monthly. Up to date research and advice 

Patient profiles Research and advances 

News on scientific breakthroughs Important Covid updates at the moment.  

Expert opinion and information on impact of COVID and 
recommended actions. Updates on studies Nothing in particular  

Science based updates The patient stories 

Information current and accurate Shared stories 

Updates from medical professionals e.g. during initial 
lockdown.  I haven't had that many yet to judge 

Research updates always up to the minute on new science.  
Helps you to be aware of others who have similar 
difficulties health wise. Current medical information. Real life experiences 

Information from people on the frontline and in real-time. I don’t feel so alone and isolated  

Clarity and research based.  I only became properly aware 
of PID in 2019 even though I was diagnosed 17 or more 
years ago. The newsletter has been really helpful, 
reassuring and informative particularly during COVID when 
GP’s and Hospitals were trying to make sense of the GOV’s 
rules etc and clear communication was not available.   The patient stories and charity events 

Latest research, especially regarding PID and COVID-19. Hearing other family’s stories 

I find hearing about the latest research and treatments 
very interesting. Also like hearing of other people's 
experiences of living with immunodeficiency. Hearing other family’s stories 

Revelant content and great source of information about Keeps you informed 



immune disorders. 3 in my house have immune problems. 
Great work and thank you for supporting us.  

update on national changes and their implications Information 

That they keep dropping into my inbox on a regular and 
fairly frequent basis so that I feel supported and 
recognised by the PID community. 

The new format and how it makes me feel like I am 
not alone 

 

Q7.  What is your least favourite thing about our bulletins and newsletters? 

Free text 

N/A 

The 'In Memoriam' section - it's a very sad reminder 
that those of us with PID have a reduced life 
expectancy, even more so in a pandemic.  

None in particular nothing in particular 

Can't think of one Nothing in particular 

Nothing - It’s all great Nothing 

n/a Nothing. Everything great  

Nothing  There is not one  

I am pleased to hear all of the information contained none 

Nothing!! Nothing  

There once a month instead of every week  Too short.  

I like all of the information  Unfortunately, fund-raising stories. 

None I don't think there is anything..  

Least🤷♀  Patient stories 

I dislike articles about people with PID running 
marathons for charity. This isn’t feasible for many PID 
patients. Nothing 

Not applicable  Nothing 

Nothing Nothing 

No comment N/A 

N/A Funding 

Nothing None 

Nothing regularity 

nothing nothing really 

Nil Allgood 

nothing N/a 

NA 
When the newsletter is desperate for additional 
funding 

Funding news Nothing. 

Nothing really. 
Medical/research terminology that go above my head 
:) 

none Hearing  about  bad news  

Its all important  nothing 

Nothing None! 

They only deal with PID and not my problem which is 
similar. 

It doesn't provide statistics of deaths from our 
'Community' from Covid.  

None None 

None Nothing - it's all of interest 

I take the time to read them but know that some 
busier families would not. Adding in clearer headlines 
would make it more accessible.  Nothing 



Nothing The length of it  

Too much on support work and not enough about 
progress for PID patients - maybe there isn’t any 
progress? 

Nothing have found the bulletins informative and 
interesting 

Not much, some content is more relevant to me More accurate covid information 

I haven't had that many yet to judge  Nothing yet 

Can’t think of anything I don’t like, not everything is 
necessarily relevant to me but it will be to someone 
and still interesting to read. For me not knowing which of any PID I have  

Personal stories can seem irrelevant when not 
pertaining to own condition, though I appreciate this 
will be entirely individual. Nothing - all good 

Cannot be specific but detailed information can be 
disconcerting when inundated with info through the 
NHS.   It’s a difficult balancing act to get important 
info across.  N/a 

There’s nothing that I don’t like. Nothing 

Nothing  Reading about hard luck stories.   

n/a  

 

Q8. What other topics would you like us to feature in our newsletters? 

Free text 

Information about the day-to-day practicalities of 
managing treatment - especially tips and hints, eg my 
daughter is starting to experiment with "push" 
technique and it would be useful to hear of others' 
experience with something like that. 

New treatments for different PID patients, peer 
review studies, what training GPs have received in 
order to recognise and send patients for testing, how 
is the government supporting PID patients, especially 
during Covid 19, and more PID patient stories that we 
can all relate to. Data related to how many patients in 
different categories are being diagnosed. Different 
groups for self help for different PID patients. What 
problems are people finding working with a PID and 
how do employers see employees with this health 
issue. People with PIDs and different successful  
careers as features to help young people look to the 
future. 

Still to early for me to make a comment on that 
“Patient pictures” how patients and caregivers make 
the best of their situation  

Can't think of anything specific Again, I'm a newbie still 

Can’t think of anything at the moment  Support for workers with PID 

at the moment, happy to be led by editorial choice 
Info on insurance for PID sufferers  Info on mobility 
aids  Links to other useful websites 

Not sure You seem to cover a good range of topics.  

None continue same 
More about the work you have been doing; more 
about ongoing/groundbreaking research. 

I think use cover every topic  Unsure 

More about immunoglobulins and treatments 
Perhaps interviews with Immunology doctors about 
what’s happening in their hospital departments. 

Impact of PID with other conditions.  Chronic disease 
Self—management tools ? 

I have chronic mucocutaneous candidiasis but have 
never been in contact with anyone with this condition. 
An article that would allow me to get in touch with Don't know 



any fellow sufferer would be welcome.  

My daughter is transitioning from being at GOSH to an 
adult clinic. Older teen case studies would be 
interesting. Ways to get involved and participation 

n/a Not sure yet 

More research news. Unexplained illnesses  

Im ok with information provided Feature different immunology centres  

Happy with what you have Common conditions those with PID also have.   

I'm a new member, so can't answer this yet Nothing 

Thanking NHS staff - feature some of the country’s 
immunology Drs, Nurses, AHPs and support staff - 
who they are. How they’ve been affected by COVID-19 
and how differently and hard they are working to 
continue services More about people I know in the PID community. 

i think they are fine 

Strategies to live as normal a life as possible. Help 
with the psychological impact of a PID, compounded 
by the COVID-19 pandemic.  

More medical research progress reports 

Perhaps more advice on staying well, both generally 
and specifically with particular syndromes. Any 
information on Good's syndrome would be welcome. 

Talks or interviews from professors of doctors  Like it just now 

There is too much ignorance of PIDs within the 
medical profession so advice on how to get the 
information highlighted and understood by them 
which would presumably improve their care and 
treatment. 

Topics on how other medical conditions or multiple 
conditions seem to affect people or families with pid 
how different or same conditions present in same 
families and their stories or medical input theories 

none Continued info on shielding please  

Sharing personal testimonies I am happy with how it is  

I think you cover most things.  not aware of any 

Hypogammaglobulemia. Local events or help support groups  

None More patient stories.  

How do i know what dose of ig subcutaneous it Is right 
for me? 

I think I would like now and again about being on iv 
IgG long term, on how others cope.. Covid-19 terrifies 
me, to the point of not going beyond garden, how 
people are re integrating with life?  

The content is already very apt.  Articles from PID consultants.   

Feature a different immunodeficiency in each 
newsletter 

Maybe introduce/feature members of Immunology 
teamS & other professionals.  

PID and education  Individual peoples stories 

Covid 19 related articles as they apply to PID patients - 
vaccine implications, risks, etc. 

I feel the balance is very good. Sharing personal 
stories is an excellent way to share coping strategies 
especially at the moment with Covid. 

Support groups in local areas. 
Teenage, kids section so the kids can understand what 
it's like having a PID.  

Don't know  How others are doing and coping. 

exactly what the rules are regarding coronavirus for 
people like us.  (I was told by the government to 
shield in March and then 1st August I was told not to 
shield and have been forced back to work).    with all 
the different areas under different lockdown rules, 
where do we stand ?  it would be great if you could 
clearly advise us as the government are not 

some articles from different expert centres to share 
good (and less good) experiences 

More interviews with those who are affected by PID Not sure 

More statistics and information about trials. I have not sure 



registered myself to take part in vaccine trials, but 
haven't heard from them, and want to know if 
partaking would be harmful to me.  

Don’t mind  more on benefits 

More about research and advancements. How PID affects people with COPD 

 

 

Q10.  What other sites do you visit to find out information about PID? 

None 
 NHS? Google? No other really  

NHS and Mayo  mainly health sites I try to inform 

myself on my conditions 
I don’t know if any others 

Twitter - following PID UK, IPOPI 
Royal Society of Immunology, IPOPI.  

I’m not aware of any other sites. Maybe that 

could be a section in an upcoming newsletter  

None  Would be good to have a patient forum one  or is 

there? Not being to techno I sometimes find it difficult to 

peruse the site 

various - many are U.S. research and library 

services 
None 

None 
IPOPI, UK PID Patients Facebook group, UKPIPS Facebook 

group 

I only refer to PID UK as I have always found the 

site to be informative and authoritative - 

especially during Covid when it has been a major 

source of info and support for my family. 

I don't, I trust yours... In the beginning I did trawl the Internet 

but a lot was American and so immunologist said about your 

site and I've stuck with it...  

Uk pips   Facebook   
None  

Google  
none 

not sure 
Cgd society  

You have been the best site for up to date 

accurate information. 
Reddit, Facebook  

None 
UKPIPS, Genetic Alliance. 

In the past UKPIPS,   USA websites -useful 

information even if not all info is not relevant 
None 

UKPIPS on Facebook 
UKPIN 

Categories Number of 

respondents 

Monthly 77 

Quarterly 25 

Total 102 

 



Rare revolution magazine, UKPIPS, IPOPI 
Mainly PIDUK or general google if specific issues 

We don’t - we choose to stick with PID UK as the 

information is clear and accurate. 
None 

Facebook 
The PIDUK website 

Medscape, PubMed 
Google  

Mainly Health sites 
I don't particularly. Mine is one of the rarer PIDs. Sad it's not 

recognised by PID UK.  

None  
General google search 

None 
none 

alergy.org.au 
professional sites 

UKPIN, UKPIPS 
None 

generally google relevant papers 
None  

Specific CVID  
none 

Dutch association, Facebook, PID network, ipopi  
NHS hospital & specialist pharmaceutical websites. 

PIPSUK 
IPOPI  Jeffrey Modell Foundation 

none 
Facebook 

PubMed  Medscape 
None  

Not a lot to be honest.  
general internet 

none 
None other  

UKPIN 
Idf 

Just search on google 
I haven't 

RCPCH and BMJ resources. 
Facebook , internet . 

none 
UK PIPS 

None 
I don't use any more. 

Immune deficiency forum 

Patients association- but they rarely/never have anything 

specifically about PID.  The BEST source of info is PIDUK! 

NORD website rarediseases.org Internet 

None Facebook. Occasionally google 

None regularly; sometimes search web through 

Google 

I don't!  There is much information, probably US sites, which 

can be a bit sensationalised!     

None Nhs 

Range of health sites and forums Google 

None IPOPI, HAE UK, IDF, IDPGW 

 

 



Q11. Would you prefer to receive a hard copy of the updates/newsletter in print? Would you be willing 

to pay an annual subscription charge of £8 for this service if it were available to cover the costs of 

printing and postage?  

 

 

 

Dated 30/11/20 

 

 

 

 

 

 

Category 

Number of 

respondents 

No, an email 

version is just fine 91 

Hard copies 9 

 

6 people were willing to pay a subscription for a 

hard copy of the newsletter. 


