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Editor’s notes 

By Stuart Sorensen 

It’s been a little while since the last issue of Care To Share Magazine 

was published. In fact it’s been two months (twice as long as 

originally intended). I know a couple of people have been concerned 

about that and several have contacted me privately to ask what’s 

happened. 

The truth is simple and remarkably mundane. I’ve been busy. I’m 

currently working as a locum CPN in a community mental health 

team and the demands of that job has left me unable to commit 

quite so much time to Care To Share as I’d like to. We all have to 

earn a living, after all and it’s surprising just how much work goes 

into editing a mag like this. It surprised me, anyway. 

All that aside issue 6 is finally ready to go online and I think you’ll 

agree that it was worth waiting for. As well as the usual fare of 

opinion from various branches of social care we have a couple of new 

concepts to try. 

The first is something that I hope will become a regular feature – 

questions for the community. One of this month’s contributors, 

Cassandra suggested I include a section where readers can ask 

particular questions to be published in the magazine and the blog. 

It’s intended to help people connect with each other more easily and 

share information directly. This isn’t so much an ‘ask the expert’ 

page as many of our contributors are already expert in their own 

fields anyway. Rather it’s an ‘ask the other specialty’ concept. 

For example an expert social worker may still be a little unsure about something that an occupational 

therapist knows like the back of her hand. A psychiatric nurse like myself can learn a lot from an autism 

specialist etc etc. We have a couple of questions to start us off but please do send in your questions for me 

to include in future issues – oh yes and feel free to pile in and answer the first ones in this edition too. Just 

look them up on the blog and make your comments as you would with any other blog piece. 

I’ve also added one of my own – I want to know how to improve Care To Share. You’ll find those questions 

near the back of this month’s PDF and also on the blog where each has its own thread to make it easy to 

respond. 

COMMUNITY NOTES 

Every article in Care To 

Share Magazine is also to be 

found on the Care To Share 

blog: 

www.caretosharemagazine.

wordpress.com 

We’re also on Facebook: 

CareToShareMagazine 

If you would like to 

contribute an article to the 

next issue of Care To Share 

Magazine please Email:  

info@TheCareGuy.com 

 

 

 

[Click here to add a caption] 

http://www.caretosharemagazine.wordpress.com/
http://www.caretosharemagazine.wordpress.com/
http://www.thecareguy.com/
mailto:info@TheCareGuy.com
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Behind the smiles by Dragonmisery 

Do you know any carers? If so, when you ask them how they are I’d 

be willing to bet the response is usually something like “I’m ok” or “not 

too bad”. How often, I wonder, do you dig a little deeper and ask them 

how they really are? 

Carers are adept at putting a brave face on their situation in my 

experience. I have contact with many people caring for relatives with 

dementia, and all are quick to share the good times, the happy photos 

of mum, dad or auntie smiling or laughing. They talk of “having a lovely 

day” or “cuddles and smiles” and I often do this myself.  We find it 

easier to focus on the positives, almost as though we fear the backlash 

if we say anything negative. 

Sometimes, when we do share how we’re feeling – when we’re grieving 

for the loss of our parent as they slowly slip into another world of 

dementia, or struggling to cope with something, or are just tired and worn out, friends and family offer 

encouragement and tell us how well we’re doing and often say things like “it will be better tomorrow” and 

“this is just a blip”. Encouragement is always to be welcomed, but on occasion it is as though, well meaning 

as they are, these friends or family don’t want to acknowledge the way we’re feeling. 

Let’s be realistic and honest though. It’s not all plain sailing, is it? Just take a minute to reflect on being a 

carer, 24 hours a day, every day of the year. That in itself has challenges and implications on the well-being 

of the carer. The pressure on an individual when they’re a carer is completely different to the pressure of 

looking after a child.  In most instances then, children grow up and become independent, parents link up 

with other parents to share the responsibilities that come with being parents; babysitting groups, the lifts 

to football, the organisation of the school fete, etc.  Year by year, children require less input and support as 

they slowly gain independence. When caring for a relative with dementia things move in the opposite 

direction. There is no happy group of similar caregivers with whom to share duties and tasks. 

The carer may have other responsibilities: children to care for, paid employment to do, a spouse who’s 

disabled, in-laws to care for, their own ill health to deal with. They may have had to completely change their 

life in order to accommodate caring for their relative, losing jobs, friends, money, even feeling they’ve lost 

their identity. Behind the smiles, carers may be dealing with incredibly difficult situations, having to think 

on their feet and never knowing what each day brings. 

Many carers of relatives with dementia also share joyous and happy times with the person they care for, 

and feel comfortable with their role and mostly happy that they have taken on the responsibilities. Some 

carers tell me it’s the best thing they have ever done, their reward is in seeing how happy their relative is, 

or in being able to make this time comfortable and safe for their parent. Others feel they’re harvesting the 

good days, storing them away for when times are more difficult so they can replay that day at the seaside 

or the picture of mum dancing in the kitchen. 

http://dementiachallengers.files.wordpress.com/2013/10/weastertulip.jpg
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The next time you ask a carer “how are you?” take a moment to look behind the smile and consider asking 

a more probing question, and letting them know you will listen and support them because it’s important to 

you to know how they are really feeling, and that you really care about the answers they give you. 

Visit Dragonmisery’s blog and dementia website here: 

http://dementiachallengers.wordpress.com/     

http://www.dementiachallengers.com/  

And the greatest of these is charity  

by Paul Jenkins 

It’s been two months since I moved on from being the Chief 

Executive of Rethink Mental Illness.  It was a very special 

experience and it feels a good time to reflect on what I learnt about 

the role charitable activity plays in our society and the opportunities 

and challenges it faces in the future.  Charities have an enormous 

amount to offer both psychologically and practically in modern 

society. 

Charities provide a sense of ambition about how the world could 

and should be different.  “Make poverty history” or “Together we 

can end cancer” are the kind of bold statements which reflect the 

lifeblood which motivates the best of what charities can achieve.  In 

our postmodern era charities have become the holding place, 

especially for young people, for much of the sense of hope and 

idealism still left in our society.  As cynicism overtakes other 

institutions such as religion and democratic politics it is crucial we 

hold onto a view of charities as positive agents of change.  Charities must jealously guard their reputation 

and they will be best placed to do so when they stay close to their beneficiaries.  

At their best charities reflect a different way of doing things.  Driven, fleet of foot, closer to beneficiaries, 

holistic in vision, the best charitable endeavour can make things happen which statutory agencies struggle 

with.  Not everything which charities do however is necessarily good, why should it be, but charities must 

get better and distinguishing between where they make a real difference and where they are less effective.  

My experiences was that by their nature charities found it easy to describe their impact of what they did at 

an individual level, but were less skilful at quantifying at and, at times, less open, than say a commercial 

operation, in deciding to drop something which was not working.  

Charities have a crucial role in giving voice to the disadvantaged.  In general the media is open and respectful 

of what they have to say although sometimes this can overly focused on the shocking and the negative.  In 

recent years social media has given a new dimension to this and created a fresh and more direct opportunity 

for who those whom charities represent to speak directly about their experiences.  In harnessing this voice, 

charities are again at their best when they are non-judgemental and non-hierarchical in how they use the 

http://dementiachallengers.wordpress.com/
http://www.dementiachallengers.com/
http://ybrumro.files.wordpress.com/2013/04/dsc_0222.jpg


5 
 

voice of their beneficiaries.  Effort, empathy and skill are required to ensure people who speak from personal 

experience on behalf of a charity are properly supported and not just seen as a “useful soundbite”.    

There has been some controversy (sometimes I feel more in the sector itself than elsewhere) about the 

relationship of charities to the state.  Although it has undoubtedly shrunk in the wake of public sector cuts, 

the last quarter of a century has seen a massive level of investment by the state in the charitable sector.  

Some would argue that this has compromised the independence of the sector and it shackled its activities 

to models of provision defined by the State.  That is a risk which needs to be managed but by the same 

token that investment has enabled the sector to do far more than if it had had to rely exclusively on its own 

resources.  

Austerity has undoubtedly created new challenges in managing that relationship.  Charities are having to 

be more critical of decisions impacting on their beneficiaries.  That it is not always easy although, in my 

experience, most, though not all, politicians handle this in a mature way and the constituency which thinks 

that charities should “be seen not heard” is relatively small. 

In addition while there will always a gap between what charities provide and what the state offers to all 

citizens as an entitlement there is a real danger when the Government pretends that the existence of 

charitable support is a legitimate alternative to properly funded public provision.  There was more than a 

hint of that message in the philosophy of Big Society which is one of the reasons why it became so unpopular 

in the sector.  There will inevitably be more of this to come. 

There are also challenges in managing the growing professionalism of the charity sector.  Charities like other 

institutions need to be well run.  In general, at all levels, those who work for charities will often accept less 

attractive terms and conditions than they would in other walks of life but charities need talent and will need 

to pay to attract some of the skills they require.  They need to work on their systems of governance and 

ensure that they can attract Trustees with the right skills to oversee the work of major organisations.  The 

business must not take over from the cause but badly run organisations do no good for any cause.  The 

sector must be brave in correcting a naïve view of homespun small organisations. 

I became a supporter for the diversity of the charity sector and the role of small and big organisations.  

However, charities are at their least attractive when they are being uncharitable about their peers and when 

stereotypes are rolled out about different types of organisation.  Mergers sometimes have their place, as a 

number of parts of the sector have demonstrated, but the business logic of consolidation is to be avoided if 

this comes with a diminution of the essential spark and life blood of smaller organisations.  What charities 

must always be ready to do is work together and one of things I was most proud of when I worked in the 

sector was a much greater focus on collaborative working in the interest of common goals.  Much more was 

achieved as a result. 

There is always a time to move on but I’ll miss the sector and am determined to take what it taught me into 

my next role.  To finish though, I want to focus on the personal level.  Above everything else charities have 

to offer they contain some wonderful individuals, people who often have lived through adversity themselves 

but whose whole response to that is to devote their time, money, energy, and will to making a difference 

for others.  That is why St Paul was so right to say that of the three: faith, hope and charity, charity is the 

greatest. 

You can follow Paul’s blog here: http://ybrumro.wordpress.com/  Or find him on Twitter via @PaulJThinks  

http://ybrumro.wordpress.com/
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Crossword (Just for fun) 

 

  1      2      

              

    3          

 4           5  

       6       

              

    7          

8              

    9          

              

          10    

      11       12 

              

13              

          14    

15              

 
ACROSS 

 

1   Feared by some, loved or hated by others, this group works to protect 5 down 

2   Without this we easily become lost and confused 

3   Those who help aren’t all inside 

4   Medical term meaning ‘state of’ 

6   A growth industry where food is concerned 

7   1 down did this as a form of self help in issue 6 

8   Much maligned by one Andrew Wakefield  

9   Chaotic greasers have initial praise for this condition 

11 9 across is part of Mr. Newton’s rainbow 

13 What we should do more of when we’re not satisfied 

14 A short test most often used with the elderly 

15 With discrimination disrupted inside, we sing ecumenically 

 

DOWN 

 

1 A Care To Share author from ancient Greece 

2 A psychiatric terminology supplement always within 

3 A trick cyclist – well, not quite 

5 Protected by safeguarding  

10 Mr. Sim about with a tag is misunderstood by society 

11 Seneca told us the philosophy inside is to ice and control the feelings 

12 Socially speaking this suggests that there’s more to life then medicine 
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Toby’s travels by Yvonne Newbold 

Earlier this year, a few weeks short of his 20th birthday, my son Toby left home. Fairly age-appropriate, I 

hear you say, fleeing the nest is what we expect our children to do. Young adults need their independence 

and to make their own choices.   

Except Toby will never be independent, nor will he be capable of exercising choices about his living 

arrangements. He is profoundly disabled, with complex medical needs and a cognitive equivalence to a 

neuro-typical two year old.  

I had to make that choice for him, knowing full-well that if he could understand and fluently communicate, 

leaving home would be his worst-favourite choice in the world. The word “guilt” simply doesn’t convey the 

depth of sadness, betrayal, desolation and self-loathing I’ve experienced in the months leading up to his 

move and its aftermath. I think it is probably the very hardest thing I’ve ever done, and even though he’s 

mostly happy and settled now, those awful feelings will never completely go away.  

My head tells me it’s the right thing to do but my heart keeps screaming in protest. Last year I learnt that 

despite the intensive and radical treatment I’d been having for several months, my breast cancer had spread 

to my spine, meaning that I now have the Stage 4 incurable version. I may be one of the lucky ones and 

live for years yet, or there may be a very different outcome; but either way, I don’t have the strength or 

stamina I used to have. I know the sensible thing is to settle him somewhere while I’m still well enough to 

advocate strongly for him and make absolutely sure his new carers understand every nuance of his very 

complex condition.  

Toby and I have always been closer than close. He spent most of his first 6 years in hospital, hovering on 

the brink of life and death; on 38 separate occasions I was told he wouldn’t make the next few hours. I 

always stayed in hospital with him, sleeping every night by his bedside on a pull-out camp bed, sometimes 

for months on end. We faced his horrors together – the crash teams, the police-escorted ambulance races 

to specialist hospitals, the torturous invasive procedures to save his life – it felt like we were a team, Toby 

and I battling together. When two people have clung onto each other during such terrible times again and 

again, the bond is unbreakable. It’s as if we are part of one another. It would have been easier to cut off 

my leg than to move Toby out.  

Once I had decided that he had to move, I knew that he had be safe, happy and well-cared for, and that I 

wasn’t going to settle for anything less that excellent. After a lot of soul-searching, I managed to bring all 

my free-flowing anxieties under control, and name them in three “essentials” sections, which were as 

follows:- 

1. Kindness. I wanted his carers to fall in love with him, to want the best for him, to work hard to 

decipher his very limited communication, to be gentle, caring, lovely people. I wanted them to come 

to recognise and adore his mischievousness, that sense of fun and hilarity that is the essence of 

Toby,  and to respond to his warmly enormous sense of humour.  

2. Location. He had to be local, a couple of miles away at most. Not only because it would be easier to 

see him regularly, but because I just had a gut feeling that he was less likely to be ill-treated or 

abused if his carers knew mum lived close by.  



8 
 

 

3. Number three was the most controversial. I knew it wasn’t going to win me any friends in our Local 

Authority, and I knew it flies in the face of modern-day policy and politically correct thinking, but this 

was non-negotiable. Toby was going to live in a residential care home..  

There were 101 reasons why a residential care home was the only viable option for Toby. When Toby’s world 

wobbles a little bit, he gets very frightened, very anxious and very challenging, and the resulting meltdown 

can become aggressively unmanageable very quickly as he lashes out and loses control. Things get thrown, 

rooms get destroyed, people get hurt and it can go on for hours. I can’t manage Toby’s meltdowns single-

handedly. I used to blame having cancer, but I can now see that no one person can do it alone.  

I knew he would need a team of people supporting him; something that is very unlikely to be funded in a 

supported-living situation. It takes two people to be able to safely distract him and help him refocus, and at 

least one other person to clear up the trail of chaos he’s left in his wake. Most of the time Toby is lovely, 

delightful, charming and affectionate, but you never know when the next meltdown is coming or exactly 

what form it will take.  

I also know that Toby enjoys being part of a community, a small group of people he can happily co-exist 

alongside. He loves being part of a class-group at college, he loves being part of our family, he’s never 

happier than when our house is full or we’re having a party at home. I knew that a residential care setting 

was his best possible chance of becoming part of another new close-knit community.  

Toby is exhausting to care for. He needs round the clock medical care, he has reduced mobility, and he is a 

whirlwind of activity and energy. He needs constant entertainment and stimulation. He’s a very “in-your-

face” young person, and if he gets bored he starts creating cheerful havoc. Cupboards will be emptied, 

table-tops cleared, bookcases unpacked, important documents torn – Toby isn’t the sort of chap you can 

take you eye off for a moment. In a supported-living environment, an unsupported one-to-one carer would 

burn out halfway through their first morning. In a residential setting, there are lots of staff, they can share 

the load, they can support each other, and they can safely take time out for a few minutes if it all becomes 

too much. Toby loves people, just watching the other residents coming and going can keep him occupied for 

ages. A peer-group was essential.  

Then there is the issue of care itself. In a care home with proper management and supervision of staff, it’s 

far less likely that important things are left to chance or fall through gaping holes in provision. Someone 

notices when his nails need cutting or he’s due a haircut. Someone will remember to re-order his 

medications. There are systems and checks and balances. 

 Who oversees the management of care in most supported-living arrangements? Hilariously, Toby would 

more than likely be in charge, he would be the legal employer of his one-to-one workers. Without proper 

management, care-workers wouldn’t feel personally responsible for doing more than getting through their 

own shift. Who would notice and act on any worsening health issue, or if he hadn’t pooed for week? What 

would happen if one of the shift-workers couldn’t was off sick? Would Toby be left on his own with access to 

cooker knobs, and capable of opening the front door and wandering off into the traffic?  

I also had fears that, because supported-living schemes are funding by welfare benefits, his security would 

be at the vagaries of any future benefit cuts, and with the current climate that seems to be targeting the 

most vulnerable this is a risk not worth taking.  
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Persuading our local authority to fund residential care was not easy, but I persevered and if there is a perfect 

solution, we found it. 

Directly across the road from our house is a care home for learning disabled adults. We’ve been neighbours 

for 12 years and I’ve always been impressed at how happy and engaged the residents are, and what great 

relationships they seem to have with their care-workers. It was a fight and a half, but that’s where Toby 

lives now.  

I see Toby most days, sometimes two or three times in the same day. Sometimes we wave to each other 

from our front windows. Because he’s so close I worry far less, and I’ve also been able to build very good 

and trusting relationships with the staff.  

There has been one unexpected bonus.For the first time in his life, I am his mum, not his carer. We can 

focus on fun without the relentlessness of his care getting in the way. 

Most of all, I am so relieved that Toby has been settled in a planned and managed way, so that when my 

time comes, my death will be a sadness to Toby rather than a tragedy. Too many learning disabled adults 

lose their parents and their home at the same time, and are placed as an emergency in wherever can take 

them quickly, regardless of suitability, with no understanding of why. 

Things I’ve learnt 

1. Work out what you want, and don’t compromise on the absolute musts. 

2. Stay in the driving seat. Find out about possible places and options yourself, you don’t need local 

authority permission to go off and look at places, nor do you need to be confined to the places they 

suggest.  

3. If a care home is right for your young person too, stick to your guns. They will tell you it’s against 

council policy, or that they can’t fund them. They can.  

4. Write a list of reasons why. I had 18 solid good reasons why across the road was the only viable 

option, and the list made it much easier for the social worker, who was excellent throughout, to fight 

our corner.  

5. Even if you think you’ve found the right place, go and see several more. The contrasts between 

different options can be used to strengthen your case, and it also gives the local authority the 

impression that you are being open, flexible and reasonable.  

6. Go and visit the place several times at different times of the day to get a real feel for the atmosphere. 

Listen to your gut feelings. 

7. When they move, let go and don’t micro-manage. Of course the staff won’t do it as well as you can 

at first, but let them make their own mistakes and find their own feet. Don’t be critical; be accepting, 

supportive and helpful instead.  

  

8. Acknowledge and express your own emotions. It’s not going to be easy, there were several times in 

those first few weeks when I wanted to go over and bring Toby back home. He was clingy and sad, 

and I was in bits. It will get easier; it took about 6 – 8 weeks for Toby to accept the change, and 

suddenly there was a real contentedness about him that I hadn’t seen before and I knew then that 

we were nearly there.   
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9. Don’t beat yourself up when you suddenly find you have time on your hands and it’s actually a rather 

nice feeling. I struggled with that one and felt guilty for weeks at doing anything enjoyable, because 

Toby’s care was all-encompassing for 20 years and now suddenly I was able to watch a TV 

programme I wanted to see, or pop out to see friends, or go out for a meal at a moment’s notice. I 

realised eventually that all those negative emotions have absolutely no bearing on whether Toby is 

happy or not; his emotional well-being is completely independent of whatever I get up to.  

.  

10. Toby is still, and always will be, an enormous and integral part of our family. His moving out has 

shifted our relationship a little bit, but we are as close as we ever were. However, now that I don’t 

have to enforce the care regime, a whole layer of low-level conflict has been removed, and we are 

building the beginnings of a new sort of closeness and mutual appreciation. 

 

 

Yvonne Newbold is the author of “The Special Parent’s Handbook” available from 2nd June 2014. 
For more information, please click the links below 
 

Website:      www.yvonnenewbold.com  

FB Page:     The Special Parent’s Handbook  

Twitter:        Yvonne Newbold @SpParentsHbook  

Amazon:      http://www.amazon.co.uk/dp/1910202231  

 

http://www.yvonnenewbold.com/
http://www.amazon.co.uk/dp/1910202231
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Home care is (NOT) shy By Corina Vladut 

I entered the world of domiciliary care with the impression that home care is just something that few people 

need or that being a carer is an easy to do job; that home care is one of the shy sectors in healthcare and 

thus it stays hidden in the dark. But, as time went by and as I had more direct encounter with home care 

workers I rapidly realized that my assumptions had little truth in them.  

Let’s just stop and think. 

Firstly, who hasn’t seen the statistics describing 

the rapid growth of the older population or how 

we still struggle to manage chronic diseases while 

trying to sustain a decent quality of life for those 

affected. 

Secondly, our older relatives, family, friends want 

to live independent at home. There is no need for 

explanation here. Wouldn’t you? 

Thirdly, knowing how the situation is does not 

change the fact that we (or many people) don’t 

see home care as a sector that needs funding, 

help and promotion. Maybe, in this culture of 

“being too busy” we somehow forget to take care 

of our health and, most importantly, “forget” that we will get old and might be in need of care some day. 

Unfortunately, I think home care is still seen as the “shy sister” in healthcare. Not many rush into this type 

of job or not many talk about it. It is like the elephant in room. Maybe because people don’t see and 

recognize its importance or the need for it. Yet. 

Now, the good news is that I know and think that: 

(a) home care doesn’t have a fixed mindset ; 

(b) there are so many organizations and passionate entrepreneurs trying to revolutionize home care; 

(c) we have the technology to improve home care. 

While still battling its shyness, home care is slowly reaching its full potential through the use of technology 

but also through the human factor: dedicated care managers and workers.  

As I see it, better home health care is a necessity. So, I ask you, think of the future. Of your future. Give 

home care a more powerful voice and an extroverted personality type, in your articles, discussions, work. 

Let’s make home care stand out!   

Corina Vladut works for Nurse Buddy and you can read more of her writing via the Nurse Buddy blog: 

http://nursebuddy.co/blog/  

 

http://nursebuddy.co/blog/
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This author chose a psuedonym that has special significance not only for herself but, as she sees it, for 

many others like her. In Greek mythology ‘Cassandra’ was cursed by the Gods. Her punishment was never 

to be believed. Many people who really ought to know better refused to believe Cassandra when she told 

them that her self harming wasn’t emotional blackmail or an attempt to manipulate their responses. Nor 

was it a cry for help – it was simply the only way she knew to stop the emotional turmoil she experienced. 

Ironically the reactions of nurses and care workers often served to recreate the very distress she’d just 

dealt with by cutting herself. I think this should be compulsory reading for all mental health workers. 

Stuart Sorensen (Editor) 

THE MERRY-GO-ROUND BY ‘CASSANDRA’ 

Imagine you’re watching a merry-go-round. One of 

the old Victorian ones with brightly painted horses 

that rise and fall, swaying sedately in lazy, slow, 

shallow arcs as it turns round and round. All wear gold 

painted sashes bearing names like ‘Billy’, ‘Dancer’ and 

‘Merry Legs’. The horses on my merry-go-round have 

names like Happy, Peace, Serene and Calm. In the 

centre there is an organ playing happy carnival music. 

Now, press fast forward, not just the picture, speed 

up the music too. Until everything is a spinning blur 

and the music is beyond your ability to understand. 

Now imagine you are standing in the stationary centre of the merry-go-round, but still in real time. You can 

see everything. The spinning colours, the hectic movement and a brief glimpse of flashing hooves and flying 

tails. You can feel everything. The rumble under foot from the straining mechanical turntable. The wind 

generated by the spinning horses.  You can hear everything. The noise of the stressed wood and machinery, 

that will surely split and tear apart if it goes on for too long. The disjointed, super fast organ music. 

But even though you can see, hear and feel you can’t make anything out. You can’t pick out or focus on 

one thing in all that chaos that makes sense. And beyond all that you can see real time, real life, carrying 

on as if none of this is happening. You can’t shout. Who would hear you when you can’t even hear yourself? 

You can’t even step out of it. You’re trapped.  

What would you do? How would you stop all that movement, all that sound, all that confusion? Standing 

there in your little dead zone, all your feelings and emotions spinning out of control. Desperate to feel 

something, anything but the big blank you have right at that moment. What would you do? 

I cut myself to make it stop. Not deep. Just deep enough to draw blood. Just deep enough to feel it. Just 

deep enough to make the merry-go-round slow down. I’ve had the mechanics of self-harm explained to me 

and I know the brain kicks out endorphins as a result of the pain. That is where the spaced out feeling 

comes from. I’m not sure I understand the chemistry bit.  

All I know is, if the kick has been good enough, the merry-go-round slows down enough that sometimes 

you can even choose the horse you want to get on.  
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Weight Gain and Psychotropic Medications 

By Peter Denton 

Firstly I should tell you a little bit about myself; but I will keep it brief! I am 46 years old and have been on 

the pharma- train i.e. taking psychiatric medications for the past 26 years. Diagnosed with Schizophrenia 

at the age of 20 and ‘promoted’ to Paranoid Schizophrenia a few years later, I have tried many powerful 

medications to ‘cure’ my condition, but to no avail. I am a happy husband and father and am currently 

studying for a degree in Nutrition and Health at a London University. On the completion of my degree I hope 

to work with people like myself with the aim of improving the physical health of our stigmatized community. 

The life expectancy of people with enduring mental health problems is 

between 13-30 years shorter than the general population. Obesity, 

Osteoporosis, Cardio-vascular disease, Type 2 Diabetes, and 

Hypertension, all have increased prevalence amongst this population. 

All of these conditions have proven causal links to lifestyle choices, i.e. 

Smoking, poor diet, lack of physical activity, etc, but this is not the 

whole picture. The treatment for Psychiatric problems is almost 

exclusively the ingestion of Psychotropic medications. These 

medications are designed to effect neuro-receptors; part of the central 

nervous system; which is a highly complex and delicate system 

controlling central and peripheral bodily functions, including 

metabolism.  Atypical antipsychotic medications have an effect on a 

number of these receptors by binding to specific sites and thereby 

blocking any other chemical messengers’ ability to bind to that same 

site and elicit an effect. The chemical messengers I refer to above come in the form of Hormones, and they 

are numerous and highly effective in maintaining our body’s homeostasis (balance). Two of these which are 

vital in regards to our metabolism are Ghrelin and Leptin.  

A little bit of science! 

Leptin is mainly produced by adipocytes (adipo-fat, cytes-cells) and is a strong long term mediator of energy 

balance i.e. increased levels reduce hunger and food intake, whilst Ghrelin, is mainly produce by cells of the 

stomach lining and increased levels increase appetite. Ghrelin levels are increased if the stomach is empty, 

or by the smell and appearance of food. Leptin levels are proportional to the amount of fat within the body; 

the higher the amount of fat within the body, the higher the Leptin levels. Both of these messengers/ 

hormones have been shown to relay signals/impulses between our central and peripheral nervous systems 

either signalling satiety; or hunger and the need to consume more food. As I am sure you have noticed; 

some medications elicit a greater weight gain than others, people taking Clozapine or Olanzapine, for 

instance, may suffer a greater increase in bodyweight than those taking Abilify. What becomes clear, if we 

look at the Pharmacology of Psychotropic medications is that those with a higher affinity (attraction) to bind 

to both/either of the H1 or 5-HT2 receptors induce iatrogenic(condition caused by medical treatment) weight 

gain and obesity. Both Clozapine and Olanzapine have a high affinity for these receptors whereas Abilify 

amongst others have a very weak affinity. 
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So to put it more plainly; blockage of these receptors interferes with the normal satiety signals from the 

stomach (Ghrelin) and adipose tissue (Leptin) resulting in us overeating and becoming overweight and 

possibly obese. This blockage has other affects such as sedation; creating an additional problem when it 

comes to our health/bodyweight; we are eating more and moving less!   

 “OK that’s quite interesting” I hear you say “but what can we do about it”?  Well one option that does not 

involve any changes in medication is to look at the energy density of your diet. Energy density is the amount 

of calories foods contain per gram. So if you have 100 grams of a food in front of you and it is purely fat, 

then it will contain 900 calories, but if this food is purely carbohydrate or protein then it will contain only 

half the amount of calories. So even though the calorie content is halved, you are still eating the same 

amount of food in weight, Cool eh!  Eating foods with a lower energy density means that you can consume 

fewer calories per gram whilst consuming a larger amount in both weight and size, helping you feel full and 

so reducing any feelings of hunger and reducing your chances of over-eating. Foods with a low energy 

density include; those with a high water content (water contains zero calories) , foods that contain fibre 

(fibre adds bulk and also takes longer to digest) helping you feel fuller for longer , and also foods that are 

high in protein but low in fat. Foods with a high energy density; and so are to be avoided/reduced are ; fried 

foods, full-fat dairy products, biscuits, cakes, pies and also butter, burgers, crisps and chocolate.  As I stated 

earlier, sedation is another problem that we often encounter if taking many of the psychotropic medications. 

This obviously reduces the amount of energy (calories) we burn off each day, but there is a way to somewhat 

reduce this feeling and so regain our vitality and burn off the sneaky burger we had on the way home last 

night!  Activity is the only way; although I worked as a fitness instructor for 6 years I’m not suggesting that 

you join the gym or start a rigorous training programme. What I am suggesting is; trying to incorporate 

physical activity into your daily life. Start gradually and build up to 30 minutes of moderate activity on 5-7 

days per week. I know you have probably heard it before, but give it try and I assure you that you will feel 

the benefit. Moderate activity means that you should feel your breathing get quicker, your heart rate increase 

and your body temperature increase slightly it does not mean you need to put on your trainers and head 

out the door for a 5 mile jog. One tip for achieving this is to aim to walk instead of driving or using public 

transport, if your destination is only a mile or less away; walk! It will take you about 15-20minutes and you 

won’t have the frustration of waiting what seems like hours for the bus. 

Bibliography 
 
Journal of Obesity 

Volume 2011, Article ID 893629, 9 pages. 
Weight Gain, Obesity, and Psychotropic Prescribing. 
Nikhil Nihalani, Thomas L Schwartz, Umar A Siddiqui, and James L Megna. 
  
Trends in Molecular Medicine 2011 

Volume 17(2): 97-107 
Antipsychotic drugs and obesity. 
Christoph U Correll, Todd Lencz, and Anil K Malhotra.  
   

Cleveland Clinical Journal of Medicine 2007.  

Volume 74 (8):597-606 

Atypical antipsychotics: New drugs, new challenges. 

Manu Matthews MD and David J Muzina MD 

You can follow Peter on Twitter via @DentonF15  



15 
 

What’s a mental health support worker worth?  

By Stuart Sorensen 

Given my background you might expect me to argue that senior, qualified professionals are the most important 

members of any multi-disciplinary team. But you’d be wrong. It’s true that I’d really like to be able to say that. 

After all – we all like to feel important, don’t we? But the truth is that we are often relatively low on our service 

users’ list of priorities and that’s how it should be.To understand what I mean we’ll need to review a little of the 

research that has been developed over the last fifty years or so. 

We’ll begin with High Expressed Emotion (Brown G. et al 1962). This is a concept that has fallen out of fashion 

in recent years – not because it’s not accurate but because it’s not sufficiently trendy. This is a great shame 

because when care workers understand Expressed Emotion their clients are likely to fare far better than when 

they don’t. The idea was first introduced by George Brown in the late 1950s and onwards and then later refined 

to mean three distinct types of behaviour: 

 Criticism 

 Hostility 

 Emotional over-involvement 

 

The basic idea is that for people to avoid relapse – to recover from mental disorders (including the more serious 

disorders such as schizophrenia) it is important that expressed emotion is managed. At first this is managed by 

the care workers but over time the individual is helped to develop the skills they need to manage the amount of 

expressed emotion they are exposed to for themselves and also to deal constructively with it when it does occur.  

Brown’s original work was interested in the roles of families but the principles apply equally to any social group 

including care settings. In many ways the idea of High Expressed Emotion is simply a way of restating the much 

older beliefs of William Tuke, an 18th century Quaker who developed ‘Moral Treatment’, a method of working 

with stigmatized people that involved respect, value and meaningful contribution. Somewhat radically for the 

period it also involved reasonable food and clean accommodation. Tuke founded the York Retreat in the 1790s 

with apparently remarkable success using little more than respect for the individual, good basic low tech care 

and an ethos of involvement and appreciation. The York Retreat is still going today. You can follow the Retreat 

on Twitter (@TheRetreatYork). 

The importance of good quality social interaction and supportive environments is not to be underestimated. 

Clearly the person best placed to influence the environment of the individual is the person who is there most of 

the time. That is not usually the therapist or the psychiatrist – nor is it likely to be the community nurse or social 

worker. The person who has most influence over an individual’s social environment is usually the unqualified and 

often unsung support worker or care assistant. Their work, and their attitude to that work is one of the most 

crucial elements of the care process. Without them all the therapy in the world will fail because the service-user 

will be too distracted dealing with their real world problems to think about the sometimes difficult issues raised 

in therapy sessions. 

One way that I explain this to unqualified workers in training sessions is this: 

“Your stuff works without me. My stuff can never work without you. 

Now then – who do you think is most important?” 
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More recent research was conducted by the World Health Organisation in two consecutive studies over a period 

totalling 25 years. Collectively the studies are known as ISoS or ‘The International Study of Schizophrenia’ 

(Harrison G et al 2001). This study produced some remarkable results. In short it demonstrates that places 

where there is good social support, involvement and respect – where the individual is valued tend to have much 

higher recovery rates than the developed world where there is access to high-tech medications and talking 

therapies but a stigmatising culture. Once again – the emphasis is upon social situations rather than treatment. 

Similair findings were reported by the British Psychological Association in the ‘Recent Advances’ document from 

2002. This describes a number of psychosocial approaches to psychotic and other mental disorders. 

Key to the findings of the BPA is the concept of the self-fulfilling prophecy. This is the ‘give a dog a bad name…’ 

principle that seems to be mirrored throughout human existence. As a general rule people live up or down to 

the expectations others place upon them. We can see then that if mental health workers don’t expect their 

service-users to recover there is much less chance that they will. 

This phenomenon was best identified some 40 years ago in the famous ‘Pygmalion in the classroom’ experiment 

at ‘Oak School’ (Rosenthal R. & Jacobson L. 2003) Fortunately the original work has been reprinted and is 

available again. It is well worth a look. 

When we bring all this information together it is obvious that the most important part of any multi-disciplinary 

team working with mentally disordered people is not one of the professionally qualified, highly skilled and 

lettered clinicians who sees the service-user rarely and briefly. The most important work very often is done by 

the unqualified support workers and care assistants who work day in, day out to develop good quality 

relationships with individuals, not patients and who have the power to influence the environment in which those 

people spend their time. 

To ignore the value such care workers bring to the team is to miss the point entirely. We qualified professionals 

are far less significant than we might think. A healthy acknowledgement of that simple truth may be a very good 

and appropriately humbling place to begin. 
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Community questions 

This is the first time that questions have been included in Care To Share Magazine. The plan is to make this 

a regular feature where people can ask for information from each other to be answered either on the blog 

or by generating articles for future issues of the magazine itself. 

This first ‘community question’ section contains only two questions. One from Cassandra and one I’ve 

included of my own. 

All responses will be gratefully received 

If you have a question to be included in future issues of Care To Share Magazine please let me know by 

Emailing info@TheCareGuy.com 

Many thanks, 

Stuart Sorensen (Editor) 

 

Do teachers receive mandatory training on mental health awareness? 

If not – why not? 

What should this training consist of? 

Many thanks, 

Cassandra 

 

 

 

How can I/we make Care To Share Magazine better? 

What would help us to bring the social care community together? 

Many thanks, 

Stuart Sorensen (Editor) 
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Authors’ guidelines 

Care to Share Magazine is a collaborative initiative open to anyone with an interest in the social care or 

healthcare sectors. It’s a monthly magazine that aims to capture a wide range of views from people 
throughout these sectors. 

Articles are sought from a wide range of contributors including workers, service-users, carers, policy-makers 

and others who have something to say. Although we cannot pay for articles (it’s a free magazine, after all) 

all articles will be credited and authors have the opportunity to see their web details (website, blog etc.) 
published alongside their contribution.  

Email Stuart Sorensen (editor) at info@TheCareGuy.com if you’d like to submit an article. 

Submitting an article to Care to Share Magazine is easy. The magazine seeks to reflect a diverse range 

of opinions. This means that articles that may be unpopular and so rejected by other magazines will be 

accepted here so long as they follow the guidelines below. Care to Share magazine values freedom of 

speech and the right to be heard. Hopefully this inclusive policy will help to develop a lively and vibrant 
community where all can come together and learn from each other. 

Guidelines for authors: 

1. Articles can be on any topic you wish so long as there is a genuine link to a health or social care 

related topic; 

2. Articles should be written in English and between 500 and 2000 words in length; 

3. Care to Share Magazine reserves the right to delay publication of any article to ensure 

balance in each edition; 

4. Care to Share Magazine reserves the right to edit articles to ensure appropriate length and 

legality; 

5. Referenced articles are welcome but not essential. This is a magazine after all, not an 

academic journal. However, if you do decide to quote research, references would help; 

6. Please submit any photographs you’d like to be included alongside your article; 

7. You must own the copyright for any article or picture you submit (or have the owner’s 

expressed permission to submit it); 

8. Abusive articles will not be accepted; 

9. Please provide a short biography or self-description along with your article (50 words 

maximum); 

10. Please provide any working weblink that you would like to appear alongside your article (EG 

to your website or blog); 

11. Please Email your article in MSWord format to info@thecareguy.com; 

12. The deadline for each edition’s submissions will be the 9th of that calendar month unless 

otherwise specified; 

13. Care to Share aims to be a community as well as a magazine. Therefore articles may also 

appear for comment on the ‘Care to share magazine’ blog; 

14. Although there is inevitably an element of ‘content marketing’ associated with a 

venture of this kind, blatant commercials asking readers to purchase products or 

services will not be accepted. Links to free services or charitable ventures are fine but 

please bear in mind that Care To Share is a community venture, not a commercial 

enterprise. 
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