


Systemic Lupus Erythematosus. 
Under-active Thyroid. 
Fibromyalgia. 
Osteoarthritis  
Asthma. 
  
 I was diagnosed with Lupus in x under the care of a 
Rheumatologist until my condition stabilised,  
  
I now see my GP for ongoing monitoring and 
management of my conditions. My GP is experienced in 
the effects of my disease and is able to adjust my 
medication to manage exacerbations of my condition.  
  
It is often difficult to determine the exact cause of some 
of my symptoms as there is so much overlap between 
my illnesses.



Prescription list; 
  
Sise affects; 
  
Therapies; 
  
Aids/adaptations; 
  
upcoming scans, referrals etc;



✔

✔



My family prepare and cook all my meals. I have constant pain in my back, hips and 
knees made worse by standing or movement, most days I can manage to stand for a 
max of 5 minutes before it becomes unbearable with shooting pains through my 
buttocks to my legs. It feels like the bones in my hips are rubbing against each other, I 
can fee pressure building inside my joints.    
  
My hands and arms are affected by arthritis and Lupus. I have poor grip in both hands 
and the power in my hands is greatly reduced. My shoulders are painful and I struggle 
to raise my arms due to limited movement. I am unable to lift lightweight pans. I have a 
hot water dispenser filled each morning so I just press a button to make a drink.  
I struggle with all forms of packaging and cannot open bottles, jars or packets. I 
frequently drop things especially when I get spasms in my hands and have scalded 
myself many times. 
  
I am constantly exhausted and my concentration is poor. I have put a pan on the cooker 
and forgotten about. Brain fog makes it difficult for me to concentrate or remember 
anything, I often start a task and forget what I am doing I would not be able to follow  
simple instructions.



✔

✔

✔



I struggle to grip anything due to pain and stiffness in my hands and shoulders so I rely 
on my husband to cut up any food for me.   
I get pain and spasms in my hands especially when I try to grip cutlery. I use specialist 
"easy grip" cutlery that has larger, softer handles and is easier for me to hold.  
  
I struggle to hold a cup and can only manage small lightweight cups which are partially 
filled as I tend to drop them. I have had many burns and scalds from spilling hot liquid 
onto myself. 
  
On days I am unable to get out of bed I have my meals brought to me if I have any 
appetite.  
  
I no longer go out for meals as I am aware of people looking at me and feel very self 
conscious.



✔

✔



My medication is ordered on-line from the doctors surgery on a monthly basis and a 
member of my family will collect it from the pharmacy.  
Once a week my family fill a dossette box with my medication as I have difficulty filling 
the box myself due to problems with my hands. I struggle to open bottles of tablets or 
push tablets through the foil packaging. 
  
My concentration is poor and I am very likely to put the wrong tablets in the wrong parts 
of the box as I have done previously. 
  
My memory is poor and I am often so fatigued that I struggle to remember when to take 
my medication and frequently miss doses, my family remind me to take my medication 
several times a day. 
  
 



✔

✔



I have a shower sitting on a stool in the bath. I never shower alone due to many slips 
and falls so always have my husband with me. There are rails on either side of the 
bath.  
   
I am able to wash my arms and chest, however my husband washes my back, legs 
and feet as I am unable to reach due to limited movement in my joints, I cannot bend 
forward due to pain particularly in my back and hips. I am unable to lift my arms above 
shoulder height due to pain and restricted movement so my husband washes and 
combs my hair.  
I struggle to open the bottles so my husband ensures these are opened and placed 
within easy reach.  
Showering is so physically exhausting and painful, my muscles ache and the water 
hurts my ski. Heat in the bathroom can make me feel faint, my heat tolerance is very 
poor.  
  
I just try to get clean in the shortest amount of time as I am usually exhausted and will 
wrap myself in a towel and sit down to rest and recover during which time my body will 
drip dry, after resting for a while I am able to get dressed with my husband's help and 
support.



✔

✔



Getting on and off the toilet is difficult as my hips and knees are stiff and painful,  I have 
to support my weight through my arms or I "fall" onto the toilet seat. The bathroom is 
not very big and I am able to hold onto the bathroom furniture to provide physical 
support and stability. If I grab the radiator and the bathroom sink I am able to lower 
myself onto the toilet seat. 
  
I have significant problems with my mobility and struggle to get to the bathroom in time. 
I frequently have "accidents" when I don't make it in time. I also have urgency and 
stress incontinence so experience episodes of urinary incontinence every few days,  
I now wear specialist incontinence pads daily which helps to reduce the number of 
times I have to change my clothing.  
  
I find this extremely embarrassing and a part of my illness that causes me significant 
distress, I hate relying on my family for assistance with this basic and very personal 
part of my life.



✔

✔



I struggle to dress and undress relying on my husband or family to help me. I get 
dressed sitting down as I struggle to bend having fallen trying to do this. Standing 
briefly to pull up my trousers makes dizzy. I am always worried about loosing my 
balance, falling over or even fainting.  
Shoulder restriction prevent me pulling things over my head, I experience pain and  
shooting pains down my arms into my hands. 
  
I cannot fasten my bra, I need help as I am unable to reach behind or twist due to back 
pain. All clothes are easy with minimal fastenings. I wear layers as I struggle to tolerate 
temperature changes and quickly become too hot or struggle when cold.  
I am unable to fasten buttons or zips due to my poor dexterity.  
  
I wear slip on shoes or slippers with help getting these on, putting on socks is difficult 
even with assistance.   
Getting dressed takes at least 10-15 minutes, without this help it would take me 
forever. 
It is exhausting and often have to rest afterwards, my joints are so painful and my 
muscles ache. 
 



✔

✔



I struggle to focus on conversation if any background noise and have difficulties with 
my vision due to Lupus. I have photo sensitivity and bright lights/sunlight are 
uncomfortable,   I see "wavy lines".   
  
I have poor memory due to fibromyalgia and exhaustion. I have lost confidence due to  
isolation. I feel that people stare at me because I look different to the way I used to.  
I dislike using a stick and feel very conspicuous. 
  
I need prompting to communicate and encouragement to engage in conversation. I 
lose my ability to speak effectively when in a panic and forget what I am saying. I 
become extremely anxious in crowds aware my heart is beating faster and become 
light headed. 
I avoid telephone calls. I do not like speaking to people. I need reassurance constantly 
and have low self esteem and worth. Everything is such a great effort. 
  
I am sleepy constantly, I have to spend large periods resting, gathering strength so I 
am able to do even basic tasks.  
  



✔

✔



I have a very poor memory and reduced concentration span due to Fibromyalgia and  
side effects of my medication. If I read something I soon forget it, I often find I am part 
way through reading something when I realise I have absolutely no recollection of what 
I have just read.  
  
I will often look at a magazine and the words look like they are written in a foreign 
language. 
  
On most days I am unable to read effectively and I cannot concentrate for long enough 
to be able to read this is difficult to accept as I used to enjoy reading and worry that 
people will think I'm stupid. 
  
I am permanently exhausted, if I try to sit and read I will unintentionally doze off, I can 
rarely manage to read more than a page or two of a book or magazine 
 



✔

✔



When I am around people I struggle with communication due to brain fog, forgetfulness 
and anxiety.  My concentration is poor and I easily get distracted. I am home alone for 
long periods so do not to mix with others. I cannot motivate myself to mix, my mood is 
low and I have become very introverted and withdrawn needing encouragement to 
interact.   
  
I need support to help me interact with others. I am anxious when I put myself in social  
situations.  I go out rarely now because it is not worth the distress. 
I become flustered feel extremely anxious and have a feeling of dread, it becomes a 
vicious cycle and I just want to get home.  
  
It is an effort to talk to people when in pain and to appear interested in everyday 
conversation. I no longer go out socially so have lost touch with old friends, I have 
virtually no friends anymore as they don't understand the effects of my illness and no 
longer able to go out as I never know how I will be on any given day.  
  
I only go out with my husband or close family as they understand my difficulties and 
are able to provide me with physical and emotional support.



✔

✔



I can manage my finances independently due to them being all direct debits. 



✔

✔

✔



I become anxious and panic when I'm outside in a social environment. I need 
prompting and assistance to plan and follow a journey and always have someone with 
me when I leave the house.  
I prefer to be in my own home which feels like a safe  place especially with my mobility 
problems and as my pain is so unpredictable, I often have to suddenly sit down and 
rest as the pain is so severe, I would prefer not to go anywhere if left to my own 
devices. 
  
Crowds overwhelm me, I only go out to the doctors or to visit my parents with support.  
I can no longer shop, my family does this.  
I never feel safe outside,I struggle to get around busy places and worry I will fall with all 
the bustle and people knocking into me.  
If I have to go to an appointment my husband plans the route to ensure we can park   
outside or he can drop me off, par,k before taking me in.   
  
If I had to go on my own I would either cancel the appointment or not turn up. 
I am always worried I will get lost and would not be able to get around on my own. 
  
 



✔

✔

✔



Pain in my back, hips, knees and feet is present constantly and worsens after a few 
steps,  it quickly spreads down my legs, my feet become discolored and purple and are 
painful to touch if I stand more than a few minutes. I can manage to walk up to max 10 
metres before I am physically exhausted in so much pain I have to stop and rest. Pain 
in my back and neck is constant becoming more severe when I walk, my  body aches 
and my muscles are painful.   
  
Walking wipes me out afterwards, I try to "bank" energy for when I have to go 
somewhere.  I am often irritable and tense.   
I use a stick to help me with walking but gripping is difficult, it exacerbates pain in my 
hands and fingers. I have had many trips/falls and never feel safe walking,  
I avoid steps as I have great difficulty.   
Some days I cannot move safely and completely unable to get out of bed. I cannot do 
anything repeatedly.  
The pain is always there when walking and fatigue springs on me aggravating my 
other symptoms.  
  
I use the furniture at home to provide me with additional support and everything is 
arranged to make it easier for me to get around.  



My disability controls my life, I have constant, severe pain in my hips, knees and back 
even at rest, I am always worried about falling.  
  
My shoulders cause me problems with more or less every activity, I cannot raise my 
arms more than a few centimeters and the grip and function in my hands is also 
affected.  
I find the fatigue and muscle pain caused by fibro and Lupus debilitating and I am 
constantly exhausted even with the slightest exertion and I will spend days in bed 
recovering.  
I am unable to work and there is little that I can involve myself in.    
  
My life is dictated by my levels of pain and energy and my outlook on life has changed, I 
have become withdrawn and anxious and unable to leave the house without support.  
  
I am unable to look after my own home and have help with all household activities, 
everything I do in a day requires exertion leaving me worn out.  
  
My mood is often low and I get very frustrated by the changes in my life. I am often 
tearful and question why my life has taken these turns, Lupus and Fibro both interact 
with each other and exacerbate the symptoms of each disease, the Fibro affects my 
thinking and I feel that I am fighting my way through a fog ,I am unable to enjoy time 
with my husband and family and this in turn makes me feel guilty, I struggle to enjoy my 
time and have difficulty finding things to enjoy that are possible within the limits of my 
illness. 





I require enough notice to enable me to arrange for someone to accompany me .  
I need to attend a level access building with access to working lifts and an accessible bathroom. 
I also need access to disabled parking facilities.








