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I’ve been doing a lot of following up on blood and other tests that they’ve done. One of the
major problems that I’ve had for the last two years is potential blood pressure issues and we
don’t seem to have been able to bottom that out at all. We’ve been tweaking dosages which
really make you feel quite unwell - I’ve felt probably worse than I’ve felt for a long time. But this
raises another point which is really interesting, that it’s not only the patient that suffers but the
patient’s family. As soon as you get to the stage where you’re unwell enough to not be able to
cook a meal, or to tidy the house or to just be company in the evening, and you have to take
yourself off to bed, it then starts to impact the wellbeing of the patient’s family which I get the
feeling is often forgotten or disregarded. But it is a major thing, because I think it’s the first time
I can ever remember where my family started to get a bit snaky with me because I’m not well,
which isn’t a normal thing. Happily, that’s all sort of passed, but at the time when you’re feeling
crap, for your family to be thinking this is an irritation for them, you feel you’re having a
negative impact on your family.

It makes you feel like a burden because you’re not contributing anything positive. Not only are
you unwell which is bad enough in itself, but you’re dragging the family down with you. I’ll stop
short of saying it sort of makes you have suicidal tendencies because it didn’t for me, but I’m
sure it can do. I’m sure there are people out there that are thinking ‘I’m feeling ill, my family
hate me, I might as well give up’. I’m sure that does happen.

And how does that make you feel?

And do you feel like it impacts your mental health?

Oh yeah it does, absolutely. I mean anything that affects your attitude to life, makes you think
negatively is going to impact on your mental health because your whole life is built around
positivity. You know, if you think you can, you will; and if you think you can’t, you won’t. That’s
the same with every aspect of life.



Tell me more about your recent contact with the
GP

What do you think could help to prepare families
of people with long term conditions?

The Leeds Programme, when they talk about changing your eating habits are very good at
saying how that might impact your family, and they encourage you to involve them with dietary
choices and that sort of thing. So, over the last six to eight weeks, I’ve made massive changes to
my diet and I genuinely feel a lot healthier as a result, but I’ve also dragged my family with me
on that journey.  But I think when I go to a doctor, and this has been a problem that I have with it
mentally, rather than anyone else specifically, it’s almost like going to an AA meeting, where you
feel like you’re admitting a failure by being ill. “Oh my god I’m ill, what sort of bad person am I?
I’m ill!” So, you don’t feel great about it, and because you don’t feel great about it, you don’t feel
great about sucking other people into it. But the downside of that is if you don’t, you become,
by definition, segregated from your family, because you’re the one with the illness and they
aren’t. So I think there should be more of a warning to patients that you have got a long-term
condition, and there are going to be good days, bad days. Some days you’re going to feel
rubbish, and some days you’re going to take your family down with you. Maybe people should
be encouraged to consider the impact it’s having on their family and if they identify that as a
problem to the GP, maybe the GP can help then, but I don’t think it’s realistic to expect the GP
to take the lead in that from day one.

So, we’ve tweaked the drugs and the doctor always says, “We’re going to try this, if you feel
unwell, let us know.” But you try getting through to let them know! In normal times two or
three days in, you would pick up the phone to the GP and say, “You know what, I’ve tried this.
I’m not feeling well, and I really want to come off these drugs.”  But now the phone rings out
forever, or if they’re busy it goes to a recorded message. All I want to do is to relay some
information, I just want to say, “Look Doctor, here’s the issue.” But there’s no facility for it, they
can’t take a message and pass it onto the doctor. You can hold for a receptionist, but you could
literally be there for an hour and they won’t take a message. Maybe that’s because they’re not
medically qualified and if they get the blood pressure wrong it might be more catastrophic.

I’m at the stage now where if I start to feel unwell after changing medication, I check the side
effects to see if that’s how I should be feeling, and I’ll just stop taking it and tell the GP. But I
know, for instance, my mother in law, if the GP says “I’m putting you on these drugs” she would
stay on them until she died, unless she got authority from the doctor to come off it. So, my
concern is there are people out there that would not feel comfortable taking the decision to
stop taking that drug and the side effects could be more serious as a result of it.



What would make this experience better?

Can you leave a message for the GP online?

Well, you used to be able to but now they’ve taken my messaging facility off. On my online
system, I can see all my records and I can make appointments, but I can’t message. I can’t give
updated figures of blood pressure or anything like that which would be really useful, but that’s
gone. I understand that there is a new practice manager and there’s a period of change at the
surgery, and maybe this will all be resolved. But, as we speak at the moment it’s not. And that’s
all that really matters, is where we are now.

Somehow there’s got to be this open-door policy and they’ve got to try and do away with this
image of the rottweiler gatekeeper receptionist that just stops all entering as it were. They’ve
got to want to be able to see you, GPs have got to be welcoming…

I would like on their online system, a messaging facility where I can say, “Right, I was asked to
give the doctor an update on this after two weeks, this is my update”, and then just leave it and
forget it. What surprises me is that I can have test results from a hospital that get logged onto
my patient record, two weeks before I get told. Why can’t it work the other way round?

Is there anything else you’d like to add about your
experience with the GP?

I had a digestive issue that I was speaking to one doctor about it and then another one who
was looking after my blood pressure and I said to the doctor who was looking after my gastro,”
I think my blood pressure is still bad” and she said, “But yeah, I’m not dealing with that”. That’s
like taking your car into a garage and the wheels fallen off, and they say “Yeah but I’m only
dealing with the service…” I’m sure it wasn’t meant like that, but it just sounded so disjointed
and crazy.

You mentioned some gastro investigations…

Yeah, I’ve got Diverticulitis, it’s an intestinal malfunction basically - apparently 50% of males
over 50 years of age have it. Some of it goes unnoticed and occasionally it flares up so, guess
what? I’m one of the lucky ones! It’s a bit of a pain in the backside but compared to the rest of
the things it’s no biggie. There’s not treatment, but obviously changing diet will help me, that’s
the way out now, I think.



Have you had any other appointments?

No, but I’ve written to the diabetes team at Beckett Wing, St James’s asking when I might get
my eye screening, because I still haven’t had it, and it’s now getting on for two years overdue.
Happily, opticians are a lot more detailed with their examinations now and I had to go and get
my eyes examined because I need glasses. They did the photographing of the retina and all the
rest of it, so I’m not overly concerned, but I am concerned that something that is offered as part
of the diabetes care isn’t… I haven’t had a response but there again, I’m not entirely surprised
because I know they are being used elsewhere at the moment.

And the other interesting thing is you used to get an annual check of your diabetes where they
prodded your toes and asked, “Did you feel this?” and “Did you feel that?”. You don’t get that
anymore. You get a link to a site where it tells you how to do it yourself. So, at my annual check
last week, instead of taking twenty minutes it maybe took about three minutes. They drew
some blood and said I’ll text you a link to the ‘Touch your toes test’ with no explanation of what
it was.

And what did you think about that?

I mean I don’t think it’s a major problem. I could see it would be a problem if you were elderly
and living on your own, because I had to ask my wife to take part in this examination of my
toes. It just seems funny that we’re moving to this do-it-yourself healthcare. When they gave
me the link, they said, “Let us know how you get on” and then we’re back to this issue of that
being easier said than done, because I can’t get through to the surgery.

You wanted to tell me about your experience of
your phone appointments with the GP

I think I’ve had four phone appointments with the GP since we last spoke. I don’t know
whether she’s a good GP, but we seem to have built some sort of rapport and I have a respect
and a trust in her. And I think she similarly trusts me to, you know, if for instance, I’m not
getting on with the drugs, stop taking them. I treat her as a professional doctor, and she treats
me as a capable patient. I have another telephone appointment with her in two weeks. She is
heavily pregnant and I understand why she might not want to be face to face with any patient
and Covid conditions, but if she hadn’t have been pregnant I’d have wanted to be seen to be
honest with you. Because if you can do GP work by video then the world would be doing it, we
wouldn’t need surgeries, we wouldn’t need receptionists. We know that one of the key things
for healing ailments is seeing patients.



what is it about face-to-face appointments that
is important to you?

How are doctors supposed to be able to deduce what’s the matter with you without seeing
you? I don’t understand how you can take a holistic view of a patient’s condition without being
able to look in their eyes to see if they’ve got jaundice, see if they’ve lost colour and also,
knowing a few GPs as I do, they evaluate you from the moment you walk into the surgery. It’s
about your gait when you’re walking, are you holding yourself completely erect? And you know
it’s all those things that form a picture of their overall health - it’s not just about blood pressure
or their HBa1C.

If there’s one thing you could change this month
to make your experience better, what would it be?

I don’t want to use that word again, but it has to be communication. I just think they could
make their lives, not only the hospitals and the GPs, but everyone in the health service could
just make their life a little bit easier if they spoke to people and drove things rather than letting
things happen. Make things happen… don’t let them happen.

Also, I think they sometimes forget what it’s like to be on the receiving end of the service. I
think every GP should have a patient champion, and once a quarter, the information should be
harvested from the patients and used. Everyone wants customer feedback.
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