My CLL Story

Chronic Lymphocytic Leukemia

Spring 2012 and things were good. | had two years to go to retirement, the project | was working on
should be finished by then and | would also reach my target of 100 Blood Donations about that time
too having reached 89. Then out of the blue something hit me, | felt dreadful and both my lips were
covered in cold sores. My GP diagnosed a virus but thought a blood test was in order — quite
routine! A week or so later, | received a telephone call from my local hospital and was asked to
attend a meeting with a haematologist to discuss my blood results. Confused and somewhat
alarmed, | asked my younger daughter to attend with me for moral support and being a nurse, may
understand better what | was about to be told. We duly met the Haematology Consultant and | was
informed that | had CLL which came as quite a shock as an uncle of mine (not much older than 1) had
died from Leukaemia some years previously. It was somewhat reassuring when it was explained
that | only had Stage 1 CLL and the Consultant’s parting words were that “more people die WITH CLL
than OF it”. Small comfort | suppose.

Naturally, | found it hard to take in and understand what all the different figures of my blood
components meant (and still do) having no previous knowledge of Leukaemia and its different
forms. I'd been given a Macmillan’s booklet by my Consultant which outlined the symptoms of CLL
and was put on Watch and Wait with 3 monthly blood tests in the short term. | did some research
on CLL on the internet but there was too much to absorb so | settled for having regular blood tests
and coming to terms with the symptoms principally night sweats, insomnia and fatigue.

Telling the rest of my family was something which | did not look forward to doing as | was keen to
allay any sense of the panic by my family that | had at first experienced when being told. One
daughter already knew and we sat with my sister and ex-wife to give as full an explanation as
possible. They reacted as expected and assured me of their support.

| didn’t have a wide circle of friends and most of them were my work colleagues. | mentioned my
current work project earlier and in its execution, | was playing a lead part in a Task Force so it was
right that | should tell them as soon as | knew what to say. | convened a meeting including my
immediate workmates, my Head of Department and a member of HR.

My main concern that | expressed was my energy levels due to changes in my sleep patterns and
loss of appetite. To this end, | proposed that | reduce the hours of my working week and this was
wholeheartedly accepted. Over the ensuing 2 years up to my retirement, | made two further
reductions in hours until | was actually on half time. This had no detrimental effect on my
completing the current project and | left 4 months after my 65™ birthday with best wishes and a
handsome gift from my colleagues.

Watch and Wait or “Watch and Worry”? How long would this go on? | resigned myself to trying to
put W&W to the back of my mind and get on with my life despite the restrictions that my condition
were putting on me. Support from friends and family was there but | don’t think people fully
understood how | felt both physically and psychologically. I've not met in person anyone else in the
same boat so I've felt alone all along my present journey. At my last discussion with the hospital
doctor, he suggested | go onto annual blood tests which at first | agreed to but in hindsight, | feel
that a year is too long to wait —too much could change in that time so, my GP has agreed to offer
me a test at 6 months to bridge the gap. | have recorded and graphed my blood test results and
from those, | can readily see for myself, any variations or trends in my condition. This is my only
practical way of accepting W&W.



Stage 1 CLL does not seem to qualify for any treatment so this may or may not be something | face
in the future.

As | said above, monitoring will be 6 monthly and having my own records gives me some
reassurance that my condition is “stable”. The annual consultation at the hospital has been
discontinued and tests will be supervised now by my GP. | continue to have a good relationship with
her as she knows of my condition and will talk to me if | have concerns about any issues which may
be caused due to my CLL. | recently had shingles and her response and prescription of medication
was rapid and the results effective.

My general health over the past 9 years has been generally good, the most “serious” issue was the
shingles as mentioned above. Annoyingly, this past winter has seen me with persistent colds
developing into chesty coughs dealt with by over the counter medication. Luckily, no chest infection
has occurred. | habitually receive a flu jab and to date, they have protected me from it. Covid has
caused me to be more alert to the dangers of infection so | have shielded since March last year and
lived within my family “bubble” since then. Despite the prospect of restrictions being lifted by the
Government on the 19th July, | shall continue to wear a mask in public places.

From the day of my diagnosis, | was offered no professional support other than the reassurance
from my hospital doctor that my condition was stable. | have changed significantly in that pre-CLL |
was active and energetic — prepared to tackle the challenges of my work and my domestic situation.
| used to rise early and slept well whereas now, I'm tired and lethargic which I try to tackle as best
that | can and avoid saying “Why me?” | now take life as it comes!! The biggest boost | received was
when | discovered Leukaemia Care and being offered a “buddy” with whom | have spoken once a
month by telephone. John and | have a lot in common apart from CLL — similar ages but
significantly, | worked for many years in John’s location so we have had much to talk about. We
have actually met on three occasions, the first at an LC presentation on Fatigue in Sheffield; then at
Worcester for the LC anniversary celebration; and in York for the Telegraph interview. We plan to
meet up when Covid is a distant memory!

In gratitude to Leukaemia Care, | took part in a sponsored Sky Dive on the 8t September 2019. To
participate in a Sky Dive had been on my Bucket List for a very long time and to my immense
surprise and pleasure, my 2 daughters arranged one for me with Leukaemia Care as their gift for my
70t birthday in March 2019. So, on a beautiful sunny Sunday morning, my family and a host of
friends assembled at a local airfield and | took to the skies — to 15,000 feet to be exact,
accompanied by my daughters’ partners who had joined me not only for moral support but also for
having joined me in obtaining a substantial amount of sponsorship money for Leukaemia Care. The
sense of elation when | and my tethered diving partner left the aircraft was indescribable, seeing
the surrounding countryside whilst free-falling the first 10,000 feet in a cloudless sky before drifting
down for the last 5000 under a blue and white parachute.

Sadly it was over too quickly but | have ticked a wonderful and unforgettable experience off my
Bucket List. | would strongly urge anyone who has a wish to complete a Sky Dive to go for it and at
the same time, help to support Leukaemia Care in the great work that it does for Blood Cancer
sufferers like me — | have CLL.

lan Hayley
8t June 2022



Update : Post COVID

Having endured the restrictions of the Covid epidemic, | was feeling very isolated. The once face to
face support group meeting had stopped and | had issues trying to join Zoom Meetings.

Thankfully, | found a local weekly Cancer Support Group and in time, | found two others. They were
most beneficial to be amongst people dealing with various forms of cancer, not just like mine with

Leukaemia.

By chance, a local GP Social Prescriber Link Worker had attended one of these meetings and she
suggested that attending the local Men’s Shed might be beneficial for me.

| duly went along to Norton Men’s Shed and was introduced to Graham and the other members of
the group and | was immediately heartened by the warmth in which | was received.

Men of my generation —some with cancer issues — were involved in making various projects. For
example a scale model of a WW1 Cannon, a model Galleon, bird boxes, and lathe-turned bowls —all

out of timber.

I now regularly attend the Shed once or twice a week and feel a part of the Shed.

lan Hayley 2/2/2025



