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EDITOR’S NOTES: 

LAST MONTH WAS JUST REMARKABLE! 

When I first had the idea for Care To Share Magazine I genuinely 

didn’t know whether or not it would be a success. I hoped it would, 

of course but there was always the chance that nobody else would 

see the point. There was the possibility that Care To Share wouldn’t 

even make it to a single issue, let alone two or more. 

But I really needn’t have worried. Far from boring everyone to sleep 

with my ‘promotional witterings’ about the new magazine it seems 

that Care To Share has been something of an alarm call instead. Or 

at least (if I can continue with the ‘clock’ analogy) a reminder that 

it might be time to speak up about the real situation in social care. 

To speak the truth despite the lurid headlines and the media hype. 

In the end issue 1 went out with 12 articles, all donated free of charge and the new blog received over 1000 

clicks on the first day alone. It seems that people like the idea of Care To Share Magazine. That’s what 

you’ve been telling me in Emails, texts, blog comments and tweets anyway. The idea of a community based 

magazine, designed for social media and specifically intended to allow anyone to have a voice seems to 

have struck a chord or two out there in the real world of care providers and care recipients. 

Hopefully issue 2 will be just as popular as its predecessor – if not more so. As the magazine continues to 

grow and develop I’m sure that its popularity will develop too. And let’s face it – we’ve made a pretty good 
start already. But there’s much more to come. 

In issue 2 you’ll find articles on homelessness, begging and diabetes. There’s a thought-provoking and, I 

suspect, understated piece by Tina James on the work of a Lincolnshire foodbank. This month’s featured 

article by Gill Phillips is on the use of blogging to refine care processes in dementia. We’ll hear some fairly 

controversial thoughts on ‘regenerative welfare’ from Italian, Sofia Spiga and I even thought I might sneak 

one of my own into this month’s issue. I’ll be commenting on self-harm and the unfair and superficial myths 

surrounding those whose coping strategies may not be the most easily understood. There’s a particularly 

moving article from Ian small, a ‘veteran of issue 1’ about the value of Memory Cafes and Carl Spaul (another 

Care To Share ‘vet’) writes about integrated care while Andrew Crooks reports on service user engagement 

in Sheffield. There’s a lot to get through in this month’s issue. Enjoy.  

And don’t forget to drop me a line at info@TheCareGuy.com to submit your own articles to the magazine. 

After all – issue 3 isn’t going to write itself. 

Stuart Sorensen (Editor) 

 

If you would like to submit an article of between 500-1000 words to Care To 

Share magazine please contact Stuart Sorensen (Editor) at info@TheCareGuy.com 

We can’t pay you but you will get full credit for your article. 

mailto:info@TheCareGuy.com
mailto:info@TheCareGuy.com
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BLOGGING TO CHANGE DEMENTIA by Gill Phillips 

Editor’s note: 

I decided to put Gill’s article as a feature because I think it’s important that the #DementiaChallengers 

initiative is supported by people who use, who provide and who have relatives who need support from 

services – exactly the sort of people that Care To Share Magazine is aimed at. So this month’s issue draws 

attention to Gill’s article as a way of emphasizing the excellent work not just of Dementia Challengers but 

of the Whose Shoes? And In My Shoes concepts as well. 

Please take some time to follow up on Gill’s work around Dementia. You won’t regret it. 

Stuart Sorensen (Editor) 

In May 2012, I had a small idea. To build on my Whose Shoes?® concept, I would ask a wide range of 

people to write a blog and I would post them, one a day, during the UK’s Dementia Awareness Week. And I 

did. These were the blogs I posted that week. But it is no good just raising awareness for one week and 

then doing nothing more. And so, my small idea became a big idea. The “in my shoes” series now has over 

100 guest blogs. 

The blog series is like a jigsaw puzzle where we do not know the number of pieces but each piece adds a 

little more to the finished picture, an important insight. Many are about dementia; nearly all of them are 

about different aspects of health and social care. 

The blog posts showcase good practice, 

particularly around holistic approaches to well-

being, and shine the spotlight on poor practice. 

I have been thrilled by the quality of the 

contributions and sincerely thank all the great 

people who have each taken time and trouble to 

share wonderful projects, passionate pleas, and 

personal experiences. 

Through the blog series and associated work, I 

have met inspirational people and made deep 

friendships. The one that stands out, and 

particularly in the context of my forthcoming 

tour of Australia, is discovering and becoming 

friends with inspirational Kate Swaffer from 

Adelaide (pictured left). I discovered Kate 

through her own daily blog (it takes a lot of willpower and determination to write a daily blog!), sharing her 

experiences and feelings about living with a diagnosis of younger onset dementia. It is compelling reading 

– informative, illuminating, poignant, interesting, funny… but always honest and real. 

Blogs written by experts by experience such as Kate should, in my view, be compulsory reading for students 

and professionals, alongside their more formal learning. 
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Kate was also dabbling with Twitter and I introduced her to our #dementiachallengers – a powerful 

“unofficial” hashtag we have established in the UK. The “Dementia Challenge” is the official government 

initiative and our #dementiachallengers are now influential in “supportively challenging” what this means in 

practice, particularly in terms of the daily lived experience of people affected by dementia, including their 

caregivers and families. We applaud and promote imaginative approaches that value and embrace the whole 

person; we tackle and expose complacency or rhetoric that has no substance. 

It is great to see the progress that is being made 

in increasing awareness and reducing stigma 

associated with dementia. In the UK, over 50 

cities, towns and villages are taking local action 

to become “dementia-friendly”. The government’s 

Dementia Challenge has added some much 

needed oomph; I like to feel that our spontaneous 

#dementiachallengers movement has added 

groundswell and a refreshing element of ‘Making 

It Real.’ 

We are a very passionate group and want to bring about positive change – quickly. The popular 

dementiachallengers.com website is something to be proud of – developed by carers for carers. We have 

even adopted a theme song! 

Writing and hosting my “in my shoes” blog has been a fascinating experience. It has led to some very 

interesting invitations. I wrote a two-part guest blog for the London School of Economics. I ran a Whose 

Shoes? workshop at the 23rd European Alzheimer conference in Malta in October, strongly supported by the 

European working Group of people living with dementia. 

Last month, I took part in a Question and Answer panel at the prestigious King’s Fund Annual Conference 

in London. But most importantly, it has led to me finding wonderful people like Kate Swaffer and bringing 

Whose Shoes?® to Australia in December 2013. 

Gill is a First Class Honours graduate, and with 35 years’ experience in the sector, she is a perceptive 

thinker, skilled at highlighting barriers and inconsistencies in policy and practice and devising innovative 

ways to engage people and help them move forward. An international speaker, she gives lively, challenging 

talks and workshops and is a champion of the full involvement of experts by experience. 

Blog: http://whoseshoes.wordpress.com 

Twitter: @WhoseShoes 

 

 

 

 

 

Blogs written by experts by experience 

such as Kate should, in my view, be 

compulsory reading for students and 

professionals, alongside their more 

formal learning. 

 

http://whoseshoes.wordpress.com/
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YOU ARE NOT ALONE (The memory café)  
by Ian Small 
 
Caring for a loved one can be a very isolating business. You may 

not have close relatives. Somehow your pool of friends tends to 

evaporate. Then your world becomes you and the person you care 
for, and four walls and a television.  Even prisoners get a chance 

to socialise. I was offered a few hours a week respite with a carer 

sitting with Dad so I could get out if only to do some shopping. 

Then the carer told me her organisation ( a registered charity) was 
starting a Memory Café. 

 

I was a bit uncertain at first. I had been to formal Carers meetings 

before. These tend to be dominated by lectures about how 
wonderful the caring experience was at a time when my self-worth 

was reaching rock bottom. I dreaded going to somewhere where 

a lot of older people wanted to talk about their illnesses. I was assured the Café would be whatever we 

wanted it to be. It would be on Tuesday morning which was the highlight of our week (pension morning!) 
and it was to be held in a local Community Centre 

 

So I got Dad into the wheelchair and we went along, full of dread but with an open mind. Our carer was one 

of the facilitators and we were made most welcome. The sessions have never been formal. We can be as 

involved as we want. There has never been a set agenda. We have, over the months reminisced, played 
games, read books, had sing songs, craftwork sessions or just talked. Yes we talked about illnesses but 

even that could be therapeutic. We also had visits from children from local schools to entertain us. Over 

time, the personnel has changed. Sadly a couple of people have passed away but even then their surviving 

partners have still been welcomed as part of the group. 
 

Dad was taken ill again in April and after a long spell in hospital eventually admitted to a Nursing Home. In 

the meantime my health suffered and I had two lots of surgery, the second of which was for prostate cancer. 

After that I have never felt so alone in my life. The house always had people in it and now is empty. I 
sometimes sit here as I am when composing this piece and all I can hear is a clock ticking. Then our previous 

carer contacted me and invited me back to the group. My old fears returned. Were the effects of a radical 

prostatectomy really something I wanted to discuss with a group that was otherwise all female? 

 

I needn’t have worried. I was welcomed back. I have friends again even if they do enjoy all the gory details! 
I would suggest to you that if you are isolated, try to find out about a Memory café near you. Or maybe 

start one yourself. The emphasis has to be on friendship and informality plus the value of reminiscence. I 

intend to continue going to the group and maybe act as a volunteer in some capacity. My life has some 

meaning again. 
  

Connect with Ian via Twitter: @IanSmall4  

 

 

If you would like to submit an article of between 500-1000 words to Care 

To Share magazine please contact Stuart Sorensen (Editor) at 

info@TheCareGuy.com 

We can’t pay you but you will get full credit for your article. 

mailto:info@TheCareGuy.com


7 
 

DIABETES IN CARE HOMES by Christine Michael 
 
It is estimated that just over a quarter of care home residents have diabetes. Yet the first ever audit of 

diabetes management in care homes found that many aspects of diabetes care were ‘sad and concerning’, 

according to Professor Alan Sinclair of the Institute of Diabetes in Older People (IDOP).  
 

The audit was conducted by the IDOP and the Association of British Clinical Diabetologists (ABCD) and 

covered 2,043 care home premises, whose managers responded to a survey. Only one in 10 residents in 

the care homes in the audit were reported to have diabetes, which the authors say is at odds with research 
that consistently shows that 26 per cent of residents actually have the condition. 

 

Overall, the audit found that diabetes care and documentation was of a variable standard. Key findings 

included: 
 

 More than a third of residents did not 

know about the signs and symptoms 

of hypoglycaemia 
 17.3% of homes had no system in 

place to check whether residents who 

self-medicate for diabetes had taken 

their medication 

 35.5% of homes had a policy for 
screening for diabetes 

 63.3% of homes had a written policy 

for managing hypoglycaemia  

 36.8% of homes had a designated 
member of staff with responsibility for 

diabetes 

 34.3% of homes could confirm they 

received an annual review report for 
each of their residents with diabetes  

 43.9% of homes kept documented evidence of the latest HbA1c (blood glucose level) estimate from 

a resident’s GP  

 40% of homes kept a record of the latest kidney function test carried out by a GP 

 
Half of all residents with diabetes in the survey were also considered to be at risk of moderate to severe 

foot disease. 

‘We know care home staff are working hard to care for their residents but it was sad and concerning to 

discover some of the results,’ said Professor Sinclair. ‘Especially, the fact 17.3 per cent of homes had no 
system in place to examine whether those who self-medicate for diabetes have taken their medication. We 

encourage self-medication but it needs to be checked in a care setting, especially.’ 

One aim of the audit is to identify quality standards that the Care Quality Commission (CQC) can use to 

assess the quality of diabetes care in care home settings. The last major initiative in this area came from 
the charity Diabetes UK, which in 2010 published advice in the form of ‘Good clinical practice guidelines for 

care home residents with diabetes’, which can be downloaded from the Diabetes UK website.  

http://www.diabetes.org.uk/Guide-to-diabetes-OLD/Care-homes/  

However, the recent audit identified an urgent need to provide better support, information and training for 
residents, families and care staff in managing diabetes safely, both to improve residents’ quality of life and 

also to prevent unnecessary emergency hospital admissions.  

 

One outcome of this is a collaboration between The Institute of Diabetes for Older People and a small charity, 

The Independent Diabetes Trust (IDDT), to produce a Passport For Diabetes in Care Settings. The A5 booklet 

http://www.diabetes.org.uk/Guide-to-diabetes-OLD/Care-homes/
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is intended to provide health and care professionals with at-a-glance information about how a person with 

diabetes manages their condition, their dietary preferences, warning signs of hypo- or hyperglycemia, meal 

times and blood testing routines and annual health checks record.  It also includes a section for observations 
on skin conditions, thrush and urinary tract infections, which are particularly common in people with 

diabetes. 

 

The Passport can be kept with the resident’s care plan, and can accompany them if they are admitted to 
hospital. It can also be used by people with diabetes who are cared for at home. The Passport can be filled 

in by the patient, a carer, family member or health care professional and its style is user-friendly and 

straightforward.  

 
Since its launch earlier this year, the IDDT says it has sent out more than 16,000 Passports and has received 

favourable feedback from users, care home operators and clinical commissioning groups. Care home groups 

can arrange to have the Passport branded if they wish. 

 
To order free copies of the Passport For Diabetes In Care Settings, call 01604 622837, or order online at 

www.iddtinternational.org  

 

Christine Michael is a freelance health journalist who specialises in diet, diabetes, health and social care. 

Her website is www.diabetesdietchoices.org.uk   
 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

http://www.iddtinternational.org/
http://www.diabetesdietchoices.org.uk/
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Austerity and the community – Editor’s note 

The next three articles seem to go together. As the impact of austerity bites ever deeper it seems timely 

that articles on giving and begging, food crisis and, perhaps more controversially, a scheme linking benefits 

to work should go together. I’m especially interested in knowing how the Care To Share community might 

react to Sofia Spiga’s piece on Generative welfare, not least because it seems to blend existing community 

initiatives skills exchanges with more formal benefits not unlike the UK’s hated ‘Workfare’ programme. I’ll 

be very keen to see how a primarily UK audience might react to this Italian model of welfare provision. It’s 

particularly significant that these three articles appear in the December issue with Christmas fast 

approaching. My thanks to all three of the Care To Share authors who have contributed here. 

JUST GIVING by Jason Marriot 

There is a girl sat by the cash machine. A blanket over her legs, a cup in front of her. A group of drunken 

men wander past, they ignore her. It’s very cold. A lady finishes at the cash machine and bends down 

speaking to the girl. After a few minutes she goes and gets a cup of coffee from the nearby MacDonald’s 

and brings it back to her and also gives her a £5 note. The girl looks absolutely delighted and thanks the 

lady over and over again. The lady walks away, smiling, a good deed done for the day. Everyone is happy, 

for that moment. 

I go up and speak to the girl. I have known her for many years. I know where she lives. I know that she 

has a heroin and crack cocaine habit as does her long term abusive partner who I have noticed is sat in the 

bus stop opposite, watching. I know her drugs worker and her tenancy support worker. I also know that the 

£5 will soon be passed to the abusive partner who will go and spend it on heroin and crack cocaine and that 

the tireless work of the drugs worker and tenancy support workers has just been undone, again. 

Has the lady really helped? 

Could she have done anything differently? 

The lady thought the girl was homeless, alone and frightened. This is what the girl had told her. It is what 

she will tell anyone that takes the time to stop and speak to her. What is anyone supposed to do when faced 

with that information? I mean, it’s only £5…. even those of us that think that the money may be spent on 

alcohol or drugs have sympathy, after all, she is homeless, what else can she do to get her through the cold 

nights? 

I manage a Street Outreach Team that works with rough sleepers. If anyone is rough sleeping in the areas 

that we work in then there is every chance we know who they are and are working on a support plan for 

them to exit that lifestyle. Occasionally though, someone new will arrive on the streets, someone we don’t 

know. Of course we walk around in the early hours and late evenings looking for people, but we are a 

relatively small team. Therefore, it is members of the public that can have the biggest impact on supporting 

us to support rough sleepers. 

If anyone stops to speak to someone who says they are sleeping rough or sees someone bedded down in a 

doorway, it is often difficult to know what to do. Do you buy food, ignore them, ring the Police or give 

money? 
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Across England now there is a new service 

called Street Link. If people truly want to help 

then all they have to do is call the Street Link 

number or go to streetlink.org.uk and report 

details about that rough sleeper. That will link 

that person directly into a support service in 

that area who will have to respond and will 

look to supporting that person through their 

homelessness. In Nottinghamshire, 

Lincolnshire and Rutland, that team will be us. 

We currently receive an average of 15 

referrals a day, including the girl at the cash 

point. 

Contrary to public belief, the vast majority of 

people begging in our streets are not 

homeless. This does not mean that they are 

not in need of support, but the story they give 

is just that. A story. 

As a Manager of a homelessness service I would urge people to never give to beggars. There is a wonderful 

amount of support services out there to support people through the difficult times and that is all people 

need to be directed to. By giving directly to people begging on our streets a lot of that wonderful work is 

undone and rather than helping, the giving is a having a hugely damaging impact on that persons well being 

and may be fuelling the harmful drug and alcohol use that could eventually kill them. 

If you think someone is rough sleeping in Nottinghamshire, Lincolnshire or Rutland please call 

us 24 hours a day on 0800 066 5356 or text SOT to 80800 for free. 

For anywhere else in England please call Street Link on 0300 500 0914 

If you think someone is in a medical emergency please call 999. 

Street Outreach Team on Twitter @FrameworkSOT 

Jason Marriott on Twitter @Burythebeds 

 

 

 

 

 

 

 



11 
 

 

THE LINCOLN COMMUNITY LARDER  

by Tina James  

The Lincoln Community Larder, a registered charity established in 

1989, is not one of the string of Foodbanks that have been opening 

across the country in the last couple of years. We do the same job, 

it’s just that we’re independent and we’ve been doing it longer.  

We hand out food sufficient for three meals a day for three days per 

person - basic rations of mainly dried and tinned food although we 

do try to include some fresh produce such as vegetables. We are 

extremely busy and  have seen a 170%  increase in demand 

between April 2008 and April 2013.  People are referred to us by 

local front line caring agencies such as the YMCA, Citizens Advice 

Bureau, Age UK, Mental Health and Family Support services, Health 

Visitors, Churches and so on.  We rely on these agencies to make the judgement on whether a food voucher 

is appropriate so we are therefore confident that the majority of our customers are genuinely needy people 

for whom the Larder is a godsend.   

The Larder provides food for people experiencing a wide range of difficulties from vulnerable people with 

limited life skills, mental health or substance abuse problems to those who just have insufficient income, 

whether from Welfare Benefits or earned income, to make ends meet. We see a lot of long term unemployed 

- and it has to be said, the unemployable.  A newer category of customer we are seeing in this locality are 

Forces Veterans experiencing homelessness, mental stress and family-related issues.  We are there for all 

of these people, and thanks to the charity of others we are currently managing to feed them all.  But where 

will it end? 

Many of our customers come via the Probation Service or NACRO and we strongly suspect that if it were not 

for organisations such as ours these referrers would see an upsurge in re-offending amongst their clients 

and local traders would be shouting about increased levels of shoplifting.  

A recent typical week saw us providing food for 80 people, 15 of whom were children. Three people were 

homeless, one had just fled to the women’s refuge due to domestic violence, 46 people had no money due 

to problems with benefit claims, and 12 of those 46 problems were due to benefits being sanctioned. 

We have seen a steep rise in referrals due to sanctions applied to JobSeeker’s Allowance, often for the most 

trivial of reasons. A couple of examples:  attending the JobCentre 10 minutes late to sign on incurred a 

sanction for 2 weeks for one man. A young woman left her employment to take up a job offer.  The new 
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company went out of business within days of her starting the new job - she was sanctioned for leaving her 

previous job. 

One jaw dropping tale came from a man who 

was threatened with a sanction due to his 

“attitude”. His crime?  He raised his eyebrows 

and rolled his eyes in exasperation when he was 

told by the JobCentre that they had made a 

mistake and had expected him a week earlier 

for an interview.  We have heard a whisper that 

JobCentre employees are on a bonus for the 

number of Jobseekers they can manage to 

sanction every day.  We doubt it is true but you 

can understand how such rumours start. 

We also see people IN work. They tend to come to us because their earnings, usually minimum wage, just 

won’t stretch far enough.  Maybe the kids need new shoes whilst they are struggling to pay crippling utility 

bills and at the same time the car or the washing machine breaks down. They can’t do without the car 

because they need it to get to work. If you’ve been on minimum wage there is NOTHING spare to put away 

for an emergency, and if you’ve been unemployed, there is far less than nothing. 

We have our critics. A Government Minister recently stated the reason for the huge increase in the use of 

foodbanks is down to the fact that more people are aware of their existence - and there are a lot more of 

them.  Locally we have heard the comment that our customers queuing up for free food ‘don’t look destitute’.  

When you lose your job or your benefits are in a mess, you don’t suddenly stop washing and your clothes 

don’t instantly fall into disrepair.  Would those critical of our work be more sympathetic towards these 

unfortunate folk if they were instead sitting in filthy rags begging on a street corner? No, I suspect they 

would treat them with just as much contempt. 

The UK is said to be the 7th richest nation on earth yet here we are handing out pasta and baked beans to 

prevent malnutrition in our own population. Something has gone badly wrong somewhere.  

Web: www.lincolnlarder.co.uk 

Twitter: @LincLard  

©Tina James 

Tina James lives near Lincoln and has been one of the Trustees of the Lincoln Community Larder since 2009.  

She is also a volunteer welfare benefits adviser with experience of the type of problems that lead people to 

The Lincoln Larder’s door. 

 

http://www.lincolnlarder.co.uk/
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GENERATIVE WELFARE by Sofia Spiga 

Have you ever wondered what happens when someone is in need and he/she goes to social services for 

help? Do you know how society in general is helping people in need? What are the costs of taking care of 

needy people? And what are the results in the mid-long term? 

Social Care often trended toward the excess of welfarism. That means that when people ask for economical 

help, and they get it, nothing is asked in exchange. For example, take Sam, he is a 50 year old guy with a 

wife and one child. He lost his job and for now he cannot find another. His savings soon come to an end and 

he decides to ask for help from social workers of his town. He gets food and some money. He feels happy, 

he can feed the family for this month. 

This is apparently a good solution for needy people: they get supported by the community. It's also a civil 

right in a modern society. In the short term it is a good fix of the problem. But what then? 

Often people that are helped in that way will quickly return for more help. We have seen it many times in 

the past. And now, in this period of economical crisis, you can imagine how many people try the same 

approach over and over again. In other words, this approach is not efficient and not effective in the long 

run: both for needy individuals and for the entire society. 

Furthermore, this one-way help creates addiction: people get used to getting free help, plus their dignity 

and self-esteem are lowered. It's time to move towards a new model. Something that empowers people and 

allows us to see the problem as a resource for everyone insted of a cost.  

We call it "GENERATIVE WELFARE". This is actually not a brand new concept. Fondazione Zancan (an Italian 

foundation for social research) gave this name to something that has a long life in social work logics. 

Basically it describes the act of asking something back when someone is helped by society. 

Let's get back to our friend Sam. And here is what would 

happen when "Generative Welfare" takes place. When Sam 

meets social workers they ask him what his skills are. They 

get to know his passions, his hobbies and whatever he is 

interest in doing for society. In this way they discover he 

enjoys gardening. They arrange a meeting with Maria, a 

lonely old woman with a big garden who needs to keep her 

plants nice. And she needs some company as well.  

Sam is more than willing to help Maria in exchange for the 

money and the food he receives from social care institutions. 

In the long run Sam gets more self-confidence and more 

motivation in becoming self-sustaining again. You can see it 

yourself. The "generative welfare" approach is a win-win 

solution. 

People that were in need are happy. Society gets value too. 

This "new" way of doing welfare generates VALUE for just 

everyone. In the short, mid and long run. 



14 
 

From this perspective came the innovative idea grounded in StarTempo.com, the new Social Network that 

helps communities in making visible all the existing skills and the hidden needs of people, companies and 

no-profit organizations. StarTempo is a brand new project that will be lauched between December 2013 and 

January 2014. StarTempo is a great tool to make generative welfare possible in any area.  

Here is how it works. People signup and complete their profile filling it with their job information, their 

hobbies and passions and their specific skills. After that, they can search and find someone that needs 

something that can be covered with their skills and a little bit of their free time. People that sign-up at 

StarTempo can also enter their needs and look for others in the community that can be helpful. Needs can 

be of any kind: from learning something new to receiving a service or product. 

All the exchanges are made through a virtual unit named STAR. Each hour of time donated to the community 

is "payed" with one STAR. Donating in StarTempo is also fun. Giving more and more time lets people reach 

higher "ranks" in the new Social Network. In this way, the act of donating time and skills becomes a game, 

where everyone wins. 

StarTempo will go live soon and everyone since that moment can be a leading actor of the project by helping 

StarTempo's Team in "spreading the word". Soon, generative welfare can be a reality in every community. 

About the author. 

Sofia Spiga specializes in the new concept of generative welfare. A graduate in social work she is currently 

studying for amasters degree in the management of social enterprises. Her experiences in Italy inspired her 

to co-found StarTempo, with the mission to improve society with a bottom-to-top approach. 

You can learn more about StarTempo at www.startempo.com  

 

 

 

http://www.startempo.com/
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Autism and learning disability – Editors’ notes 

This month we have two more posts from the world of learning disability and autism. Carl Spaul writes about 

the virtue of integration whilst Pete Cross from autism Care UK is concerned that we don’t become too 

generic and end up throwing the baby out with the metaphorical bathwater. Although both these authors 

work within specialist services themselves I’m sure that their messages generalize throughout many aspects 

of both social and health care service provision. 

INTEGRATED CARE by Carl Spaul 

Integrated Care? Only if We Get Our Heads Out Of The Sand 

On the 1st November the government website posted a piece by Norman Lamb ‘Care and Support Minister 

Norman Lamb on the importance of integrated care and the 'integration pioneers' who are 

leading the way.’  In essence it’s a call to arms for all those involved in caring whether health or social to 

find ways of working together. There are fourteen integrated care schemes already across the country. Mr 

Lamb’s piece is impassioned and sodden with the kind of rhetoric we expect from strong leaders. It stirs the 

blood. You can read it here: 

https://www.gov.uk/government/speeches/norman-

lamb-improving-care-through-a-joined-up-approach 

Now, I’m a bit of a sucker for the kind of rhetoric he uses. 

I think it must stem from my days as a soldier. Say the 

right things, wind me up, point me in the general direction 

of the enemy and watch me go, and in the reckless days 

of my youth that’s exactly what would happen. I like to 

think I’m older and wiser now, so I read it through a 

couple of times. A part of me wishes I hadn’t, that I’d 

pulled myself up before the hurdle of cynicism loomed. 

Too high to get over, too wide to go around. Closer 

inspection of his statement led me to question the 

following: 

‘Too often people in our country experience failures of 

care. Not because health and care professionals lack skill 

or compassion. Not because of money. But because health 

and care services are uncoordinated, sometimes 

uncommunicative, and centred around what suits 

organisations and structures, rather than what helps 

people lead good lives.’ 

Yes, Yes. Oh hang about, no. He’s only partially correct there. In fact I’d like to draw his and your attention 

to a couple of errors in that part of his statement. Firstly there’s the bit about skill. With regard to frontline 

care workers there is a definite lack of skill and dare I say confidence due to a lack of good quality training 

combined with poor support and over the past two years two of the guys with learning disabilities I work for 

have been hospitalised and the nurses lacked the skill or motivation to understand and react to their needs 

https://www.gov.uk/government/speeches/norman-lamb-improving-care-through-a-joined-up-approach
https://www.gov.uk/government/speeches/norman-lamb-improving-care-through-a-joined-up-approach
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and got very defensive when, very politely, they were told as much. Secondly it’s the ‘Not because of money’ 

part. If he’d said something along the lines of, not ONLY because of money, he would have had me eating 

from his hand. But he didn’t he stated ‘Not because of money’ and that statement again is only partially 

true. Skills aren’t innate, they’re taught. Teaching skills to people takes time and in a capitalist society time 

is money. People want to be paid for the time they give. You do a job you get paid, you teach people how 

to do a job, you get paid, you embark on training that your employer insists you need to stay employed, 

you get paid. It really is that simple. If you’re a frontline care worker you can’t afford to give your services 

voluntarily because you get paid so little.  

Then there’s the fact that like most of the articles and speeches that I’ve read about the call to integrated 

care in the media, this one is almost entirely dedicated to the effect on healthcare. I have a theory about 

that and it goes like this. Social care has become so sectarian now as to be almost un-manageable. I use 

the word sectarian because there are so many private care providers, each of them despite their 

protestations to the contrary, ultimately working for their own gain. They have to in order to stay in business. 

Trying to get them to work together with each other or any other service will be akin to herding cats. Many 

of them will not want to lose business and will protect their interests regardless of the needs of those they 

support. So I doubt you’ll see the subject of social care explored in any depth. It’s too sticky. Best we keep 

it sidelined. 

Believe it or not I am an advocate for integrated care services. I also believe that innovation, especially in 

social care has a huge role to play. I really want it to work, the integration of care services is a necessity, 

and for my part I already am and will continue to work with the host of other agencies that are involved in 

the care of those I support. How about we approach the subject in a way that looks at all the issues? Money, 

mainly the lack of it and the splintered private social care system to name two. It’ll need strong, expert 

leadership to bring all the aspects of health and social care together and judging from his statement Mr 

Lamb lacks at least one of those qualities, his approach, judging by his statement is simplistic and I suspect 

bordering on neurotic. I wonder if he is out of his depth?. 

Carl Spaul is a support worker for people with learning disabilities. Both for a private care provider and as 

a self-employed personal assistant. Contact him via Twitter on @Carl_Spaul 

 

MAKING THE CASE FOR SPECIALIST SUPPORT IN AUTISM HAS NEVER 

BEEN MORE IMPORTANT finds Pete Cross 

"Well, you wouldn't want your GP giving you a triple bypass". 

  

So said a colleague of mine at a recent conference for Autism Professionals - we were discussing 
personalisation and the need for autism specialist support. 

  

Her point was a straightforward one - that people on the autism spectrum are best supported when their 

staff understand autism and specifically how it impacts (often in a unique way) on that individual's life. No 

problems there then - until our discussions turned to trends in current commissioning that appear to support 
neither individual choice or the role of specialist providers. 
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What could be termed a "genericism" is creeping into the national picture of commissioning. 

 

Whilst individuals and families who can manage personal budgets may have a wide range of choice, those 
who rely on local authorities to organise their care may find they struggle to access providers who are highly 

specialist in meeting their specific needs. Cost pressures are understandably key here but also the ideology 
that every hour of support is largely the same (and thus can be purchased en masse at the lowest price 

point possible). This then plays out through the increasing trend to tender very large volumes of support 

provision to often very small lists of approved providers (who may often feel pressured to meet a rage of 
needs other than those that they are truly skilled in understanding .)  

 

Of course there are local areas where commissioning practice is excellent but I believe that a downward 
pressure on cost is now really impacting upon where smaller specialist agencies are able to operate. 

  
This is a worrying situation for people such as those on the autism spectrum who need truly skilled and 

informed support to meet a range of sensory and communication needs. For groups such as this especially, 

one size can never fit all. Making the case for specialist services should never be about justifying 

unreasonably high costs but neither should commissioning for the most excluded members of our 
communities be a race to the bottom dictated by price alone. Indeed there is much evidence to suggest that 
the wrong kinds of support can lead to increased costs over time. 

  

I believe it is also time for us as a sector to challenge what I call the concept of "uncritical independence". 

By this I mean the canard that greater "independence" leads to both reduced cost for commissioners and 
better outcomes for the individual. This is, to say the least, "untested". Nobody would argue that people 

who need support should be as independent (and in control) of their lives as possible, but if that means (as 

it does for many adults with higher functioning autism especially) living alone, anxious, unemployed and 
feeling misunderstood is this independence really empowering? 

  
The diversity of needs in our communities needs a diverse marketplace of providers who can deliver 

personalised services via well trained staff. As a sector we will do well to make the argument for this. As 

specialist providers know, there is more to an hour of support than simply meeting the most basic of human 
needs. 

  

Pete Cross is Head of Strategy with Autism Care UK, a national provider of support to adults. Views 

expressed are his own. Details of Autism Care UK can be found at www.autismcareuk.com and on Twitter 

@autismcareuk 
 
 

MISCELLANEOUS SOCIAL CARE – Editor’s notes 

One of The beauties of Care To Share Magazine is the range of topics covered. Indeed, until the deadline for 

articles has passed I’ve genuinely no idea how each issue will turn out. That means it’s sometimes difficult 

to group articles logically into sections. The miscellaneous category is born. 

Think of this section not so much as a depository of loose ends as an Alladin’s cave of articles that may not 

fit well elsewhere but that still have value in their own right. At least I hope they do, not least because this 

section contains one of my own articles. 

This month’s miscellaneous section contains writing on service-user engagement and self harm.  

Enjoy. 
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Collecting Stories from Sheffield’s Partners for Inclusion - or are they 
Agents of Change? By Andrew Crooks 
 

I am Andrew Crooks, a new member of staff at Care Opinion where 

part of my work is about engaging with people on our independent 

feedback site, including: service users; carers; commissioners; and 
providers. It just so happens I am also a disabled person who uses 

adult social care services. 

  

In Sheffield I have been working with different user groups and 
individuals who use social care. One of these groups, Partners for 

Inclusion (PfI) offered to help me run a service user engagement 

workshop.  

 
PfI are a user led disability consultation group who work in 

partnership with the local authority and local health authorities in 

Sheffield. The group mostly works with people with a physical 

impairment and normally deal with issues relating to this user 
group. However, for the purposes of this wider engagement event 

we jointly sought to cover all disabled people and the workshop was 

attended by people with learning difficulties, people with mental 

health problems, people with sensory impairment and those with 

other impairments.   
 

There were 20 individuals attending the workshop, most of whom 

wanted to take their story leaflets with them and/or use the website 

to feedback in their own time. Collectively they also wanted to 
collect their points of view as a group and post onto Care Opinion in 

order to provide feedback to commissioners and providers. I thought there would be many others who like 

some insight into our early work in social care and read about it in this short little blog. 

 
One lady with visual impairment spoke about the lack of training or skills in care homes for older people 

where, as someone with a sight impairment and Disability Equality Trainer she talked about the way she 

was left to find her own way around one care home, with whom she was working with. As an example, she 

told the group, “One member of staff directed me to the elevator by saying it’s down there on the left”, 

instead of being guided there by a staff member who, given the group of clients she was working with, 
should have had training in how to escort people with visual impairment”.  

 

Another carer also spoke about her aunt’s recent experience with her GP where, following a call out to her 

aunt there had been confusion about the follow up action where the GP’s call had not been logged and her 
Aunt had stopped taking her medication. Despite being confident that the GP did call and gave of some 

advice to her Aunty, she had misgivings about allowing her Aunty’s ability to undertake directions without 

the aid of help in recording instructions for medication. As her Aunty’s primary carer it was agreed she would 

be copied into such decisions.    
 

The workshop was attended by service users who all had concerns about, in their words, ‘the lack of 

advocacy’ available to people with learning difficulties. All of them were particularly eager to pursue issues 

with regards to A&E departments. 
 

Hospital signage proved problematic for some but by far the biggest issue was around the way people with 

learning difficulties are sometimes treated. Many spoke about this issue and we recorded one example where 

someone goes into A&E finds it difficult to talk to others when under pressure. It was highlighted the effects 

of this can be hugely upsetting to someone with a significant learning difficulty.   
 

https://www.careopinion.org.uk/
https://www.sheffield.gov.uk/caresupport/adult/about-us/partnerforinclusion.html
https://www.sheffield.gov.uk/caresupport/adult/about-us/partnerforinclusion.html
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Many people said GPs should be more active with someone who has a LD and be prescriptive and be more 

predictive about the treatment and help someone with LD needs. Make sure people have a ‘Hospital Passport’ 

but people with LD want to see more evidence of how 
some staff are trained to deal with people with LD in a 

non-patronising and efficient manner just like everyone 

else. 

 
One participant who submitted his story said he was a 

personal budget holder through SDS with Sheffield City 

Council. He said he got to choose his agency by 

interviewing the staff of the agencies. He said he was even 
more impressed when they then made sure he got to 

interview and get introduced to care staff who would be 

his nominated carers. He told Care Opinion this also 

includes an introduction to any new carers that may be 
introduced to him when his usual carers are on holidays 

and/or staff sickness. By coincidence one other service 

user used the same service provider but they reported 

they had felt they had been given unresponsive service 

because he was someone who paid for his own care. 
 

During the workshop we took feedback from people who spoke highly about the Neurological Outreach Team 

Service. One individual felt they received a great service from NES service and experienced good joined up 

working with Neurology department and social care services. One individual suggested access to social 
services should be more universal. Everyone agreed with this and although the consensus was that this was 

a difficult time for funding services – everyone felt those who needed care should receive it. 

 

Such as one gentleman present who was desperately waiting on the outcome of the legal challenge being 
made by five people against the government's decision to abolish the Independent Living Fund (ILF)1. I say 

desperate because as the gentleman said, this could mean him losing his independence. He said he might 

end up back in some kind of institutionalised care setting, sheared of support to play an active role in the 

local community. The gentleman is an active member of PfI and attends as a Board member for Disability 

Sheffield Centre for Independent Living.  
 

He would have been 1 of 200 individuals in Sheffield who would have been had to be added to the other 

social care recipients supported by Sheffield City Council. Where on earth, I ask, would the poor beleaguered 

council would find the £1m or so annual bill on top of the abysmal cuts already made to local social care 
budgets – through no fault of their own I hasten to add? 

 

I would like to thank those who attended the workshop, which gathered great feedback, good and bad, to 

which commissioners and providers might respond. Care Opinion is particularly grateful to PfI for their co-
hosting, to Healthwatch Sheffield for their contribution and support for those taking part.  

 

There are plenty of stories about social care on the Care Opinion website. 

 
1 The £320m ILF currently provides support enabling nearly 19,000 severely disabled people in the UK to 

live independent lives in the community. The Government planned to close the scheme in 2015 and new 

claimants were stopped abruptly 

 

Andrew Crooks 
Engagement & Support Officer, Care Opinion 

Care opinion’s website can be found at: https://www.careopinion.org.uk  

                                                             

 

http://www.healthwatchsheffield.co.uk/
https://www.careopinion.org.uk/opinions?tag=co-great
https://www.careopinion.org.uk/
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SELF HARM, STIGMA AND SOCIAL  ANGST  

by Stuart Sorensen 

Some forms of self-harm are more socially 

acceptable than others. The dividing line 

between ‘acceptable’ and ‘unacceptable’ 

changes as society evolves. A topical example 

of the way that society’s tolerances change 

relates to smoking. Twenty years ago this 

form of self-harm was completely acceptable, 

even encouraged. Today society has a rather 

uneasy relationship with the habit. It may be 

that in just a few more decades it will be just 

as socially unacceptable as opium use is today 

– a state of affairs that would have been very 

hard for our Victorian forebears to 

understand. For today though self-harm is 

generally considered to mean physical injury 

or ingestion of substances, prescribed or 

otherwise, that harm the person.  

Self-harm is often a response to distress 

“The most common reasons given were 'to get relief from a terrible state of mind' followed by 

'to die', although there were differences between those cutting themselves and those taking 

overdoses. About half the young people decided to harm themselves in the hour before doing so, 

and many did not attend hospital or tell anyone else. Just over half those who had harmed 

themselves during the previous year reported more than one episode over their lifetime. 

Journal of child psychology & psychiatry (2008) 

I don’t want to get too deeply into a discussion of addiction as a reason for self-harm here because that will 

only cloud an already confused issue of definition. I do think that society is too quick to treat chemical 

addiction differently from self-harm. In many cases the chemical effect of self harm is very similair indeed 

– hence the oft-reported feelings of ‘release’, ‘euphoria’ or ‘buzz’ that follows much self-harm. 

It has been said that the main problem associated with self-harm is not the physical damage itself so much 

as the stigma that surrounds it. Personally I don’t think that this is always true but there is certainly a major 

issue with stigma, including the attitudes of some workers toward people who harm themselves 

Much of the stigma comes from the many myths and misconceptions that abound among professionals and 

the public alike. I remember as a student nurse in the early 1990s being fed these same myths by nursing 

and medical staff. The failure to see past our own perceived importance as professional ‘experts’ led to some 

extremely damaging and cruel approaches to people who harm themselves. Let’s look at some of the more 

common of these misconceptions 
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The ‘cry for help’ 

Perhaps one of the most common myths is to do with the notion of the ‘cry for help’. The idea is that by 

cutting or otherwise injuring themselves service-users are trying to get some sort of assistance from 

workers. If this is true then as professionals working in the field we need to ask ourselves some very difficult 

questions such as…… 

 Do these people really not know how to ask for help? 

 If not – why not? 
 What sort of help can I offer them that is worth self-mutilation? 

 Am I really that special? 

 How good am I at noticing people’s distress if they need to resort to self-harm to get my attention? 

 What’s wrong with our access policies? 
 How good are my listening skills? 

 How ‘accessible’ am I if people can’t just talk to me and ask for what they want? 

 What does this say about me as a professional and as a person? 

 
The ‘manipulation’ myth 

Another myth is that self-harm is an attempt to manipulate or emotionally blackmail professionals.   

 Do we really believe ourselves to be so important, so ‘special’ that people will mutilate themselves just 

to influence our thoughts, feelings and behaviours? 

 Is self-harm really all about us as professionals or is it more to do with the personal needs of the client? 

 
The ‘attention-seeker’ myth 

Then there is the good old ‘attention seeking’ myth. It doesn’t take a genius to work out how inaccurate 

such an assumption is likely to be once we understand that the vast majority of self-harm is done secretly 

and in private. 

“Since many acts of self-harm do not come to the attention of healthcare services, hospital 

attendance rates do not reflect the true scale of the problem.” 

British Psychological Society & 

Royal College of Psychiatrists (2004) 

What we do know is that the incidence of clinically significant self-harm is rising in UK. Ironically this trend 

of increasing self-harm might actually be the result of society’s angst over the issue. One interesting theory 

about the rise of self-harm, particularly among the young is that by raising awareness and normalising the 

behaviour well-meaning campaigns are creating an environment that encourages it: 

“In my view, as long as self-injury is discussed as a common and legitimate expression of 

distress amongst students and young people, and as long as the behaviour is normalised and 

publicised through awareness initiatives, people will increasingly turn to this very behaviour as 

a way of communicating and relieving their discomfort. We must therefore seek to question the 

necessity for, and challenge the usefulness of, such campaigns, and ultimately ask ‘Is awareness 

making us ill?’ ” 

Crowley R (2007) 
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If we could only stop assuming that self-harm is about ‘us’ (manipulation, attention-seeking, emotional 

blackmail) we might begin to see self-harm for what it really is – an emotional coping strategy. Then perhaps 

we might notice that it’s generally far less harmful than other, more acceptable coping strategies such as 

smoking, hard-drinking or impulsive risk-taking. 

But those explanations don’t make the rest of us feel important or special. Perhaps that’s why the old myths 

have lingered on so long. 
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Stuart Sorensen is an independent social care and mental health trainer and speaker. He is also a practicing 

registered mental health nurse. 

You contact him via his website: www.TheCareGuy.com or through Twitter on @StuartSorensen 

 

If you would like to write for Care To Share Magazine please Email Stuart at info@thecareguy.com 

 

Please don’t forget to check out the Authors’ guidelines overleaf before you do. 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.thecareguy.com/
mailto:info@thecareguy.com
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AUTHORS’ GUIDELINES 

Care to Share Magazine is a collaborative initiative open to 

anyone with an interest in the social care sector. It’s a monthly 

magazine that aims to capture a wide range of views from 
people throughout the sector. 

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 social care related 

topic; 

2. Articles should be written in English and between 500 and 1000 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 a reference 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 are fine but Care to Share is a community venture, not a commercial 

enterprise. 

mailto:info@thecareguy.com
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