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EDITOR’S NOTES 

Hi, I’m Stuart Sorensen. I’d like to welcome you to this, the first 

ever issue of Care To Share Magazine. I’m really thrilled with the 

way that it’s turned out and with the help and hard work from so 

many contributors that has gone into making the magazine a reality. 

Care To Share isn’t like other magazines. It’s not tied to any 

particular publishing house and neither is there any recognisable 

editorial agenda. In fact, that’s the whole point. 

Care To Share has set out to capture any and all views about social 

care. We accept articles and opinions from anyone who would like to 

write for us, regardless of their experience or professional status. In 

this issue we have articles from first time writers and publishing 

veterans. We have support workers and carers, service-users and 

senior professionals all rubbing shoulders within these pages and all 

given equal footing to make their case or have their say. All we ask 

from contributors is that they remain within the law (avoid libel or 

abuse for example) and keep their articles relevant to social care. 

You’ll find real diversity in issue 1. Actually I defy anyone to agree 

with everything printed here – I certainly don’t. But, as every good 

care worker should always keep in mind:  

Who cares what I think? 

Nobody is always right and good care practice demands that we are 

always prepared to listen to those around us. Please enjoy the 

articles presented here, join in with the discussions on the Care To 

Share blog – and spread the word to your peers and colleagues. 

Issue 2 will need articles too – as will issues 3, 4 and 5. If you have 

something to say about social care please don’t hesitate to Email me 

at info@TheCareGuy.com 

Articles should be between 500-1000 words long on any genuine 

social care topic. 

Go on – you know you want to. 

Stuart Sorensen is an independent social care and mental health 

trainer and consultant at www.TheCareGuy.com  

    COMMUNITY NOTES 

Every article in Care To 

Share Magazine is also to 

be found on the Care To 

Share blog: 

www.caretosharemagazine.

wordpress.com 

Please feel free to join in 

the discussions. 

If you would like to 

contribute an article to 

the next issue of Care To 

Share Magazine please 

Email: 

info@TheCareGuy.com 
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MAINTAINING ATTITUDES AND VALUES 
THROUGH PERSONAL REFLECTION 

By Carl Spaul (support worker) 

Over the past couple of years or so we seem to have been inundated with reports in the media about the 

state of social care in the UK none of which have been favourable to say the least. So how is it we’ve come 

to a state of affairs where the people who are employed to look out for, care and support the most vulnerable 

members of our society are the very people who are neglecting and abusing them? 

The simple answer of course is inadequate funding. Government refuses to finance local authorities who in 

turn are forced to work according to a triage system that is far from transparent and is baffling in its 

inconsistency. In their turn the local authorities are looking to get the best deal from the private care 

providers they subcontract to, who in order to make profit keep wages low, cut the quality of induction and 

training, fail to provide adequate supervision and direct observation of their employees and perhaps most 

importantly offer little or no support when a member of staff is struggling. This seems to be especially 

prevalent in community care services where the employee is lone working.  

I should point out of course that I speak from personal and anecdotal experience. The anecdotal experience 

mainly coming from care managers, care/support workers and more importantly service users and their 

families. As I said earlier inadequate funding is the simple answer and although I believe that the cuts to 

public services are wrong, poorly thought out and should be fought by anyone with a conscience and a 

modicum of intelligence, that doesn’t mean we should abandon good attitudes and values when it comes to 

care provision. It’s the easy or more accurately, lazy option 

So how do we maintain, or in some cases obtain, good attitudes and values in social care in these 

austere times?  

So this is the part where I can start to rant about private care providers promoting the wrong people for the 

wrong reasons, about how change has to come from the top and as true as that may be, it pushes aside my 

own responsibilities to those I work for, the people who in all the current argument and counter argument 

we seem to be losing sight of, the service users themselves and if I do that I’m guilty of neglect and just as 

bad as those I rail against. You see the truth is the austerity isn’t going to end any time soon, in fact, a 

report by the Nuffield Trust on the future of NHS and social care funding states: 

“After the end of this period of deficit reduction the future is still far from bright. The government is planning 

to cut total public spending in real terms by an average of 0.9 per cent a year over the two years 2015/16 

and 2016/17. Within this, spending on welfare benefits and debt interest payments are forecast to continue 

increasing which, if unchecked, would leave public services facing deeper cuts. Even if the government were 

to implement welfare cuts of £8.5 billion (in today’s terms) in 2016/17, as mooted by the Chancellor, George 

Osborne, in his March 2012 Budget speech, spending on public services in the UK would still need to be cut 

in real terms by an average of 1.7 per cent a year over 2015/16 and 2016/17 to keep to the current spending 

plans.” 

 (NHS and social Care Funding: The Outlook to 2021/22) 

http://www.nuffieldtrust.org.uk/sites/files/nuffield/publication/120704_nhs-social-care-funding-outlook-

2021-22_0.pdf 

http://www.nuffieldtrust.org.uk/sites/files/nuffield/publication/120704_nhs-social-care-funding-outlook-2021-22_0.pdf
http://www.nuffieldtrust.org.uk/sites/files/nuffield/publication/120704_nhs-social-care-funding-outlook-2021-22_0.pdf
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To those of us who care even in the slightest it is at best a depressing prospect and at worst liable to induce 

a kind of anger so all consuming as to be ineffectual. And that is where our own personal attitudes and 

values come in to play. Now, more than ever is a time for the practice of a bit of honest self reflection in our 

work. It can help us keep perspective at times when we feel overwhelmed by emotion, and a sense of 

perspective can make a big difference in someone’s life when they are reliant on us for their care and 

support. At the end of each working day ask yourself  

 What did I have to do today?  

 Did I manage to get it done? 

 If not why not? 

 What happened today? 

 How did I react? 

 Was my reaction appropriate? 

 Did I treat the person I was working with in a way I would want myself or a member of my family to 

be treated? 

 Do I need to get some advice/support from somewhere?  

And there it is. No-one is asking you to be Christ, Ghandi or Buddha. Just that you take some time to think 

and direct your anger and sense of injustice about working conditions and the current state of social care in 

the appropriate direction. Too many of the people we care for and support are getting caught in the crossfire. 

Don’t let it be you that pulls the trigger. 

Carl Spaul has been a Support Worker for adults with learning disabilities since 2004, working for two private 

care providers. He is now in the process of cutting out the middle man, as they say, by taking on private 

work with a view to becoming a self employed Personal Assistant. 

 

WHEREVER WOULD WE BE WITHOUT GEORGE? 
By Ian Small 

The media often highlights bad care practice both in the 

Community and Residential care. There are many great 

carers out there who we never hear about. Probably 

keeping people alive but getting poor wages and 

conditions. I suspect there are some bad care agencies. 

Let me tell you the story of George (not his real name) 

who was my father's last carer at home. 

Dad suffers from Vascular Dementia, Arthritis, Diabetes 

and other conditions. He is 89, very frail and confused 

and now in a nursing home. I cared alone for him for 

three years until July 2012 when he went into hospital. 

As his health, and mine, was deteriorating we were 

awarded two half hour sessions of domestic care every 

day. Firstly we had Mandy - excellent - nothing was too 

much for her but she moved to another job in October 

2012. Then we got George. 
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George was himself 67 (older than me) and had a background in care homes previously. Basically, he needed 

the work as unlike me and Dad did not have the benefit of an occupational pension. From the beginning of 

November until April when Dad went into care, George visited us twice (and eventually three times) a day 

to attend to Dad's basic needs. This was every day, seven days a week including Christmas, New Year and 

Easter without a single day off.  

He never complained about Dad's incontinence and increasingly erratic and aggressive behaviour. He was 

able to convince Dad it was time to get up or go to bed as the case may be and get him cleaned and dressed. 

Not easy as our bathroom was not wheelchair accessible and we had to use a bowl of water in the bedroom. 

George never said so in so many words but I know he was frightened of losing his job if he didn't do what 

he was told. At 67 it would not have been easy to find another. He was having more and more calls placed 

on him and asked to cover other carers and, as I said did not have one single day off in all that time. It may 

seem hard to believe but it’s absolutely true. 

If ever there was a case of a worker being undervalued and taken advantage of it was that. There must be 

tighter regulation of the Management of Care Agencies. Who can really blame carers who give poor service 

when they are poorly paid, poorly trained and badly managed? Carers, like cleaners have direct impact on 

the health and wellbeing of those they care for and this should be reflected in the wages they are paid and 

the support and training they receive. People should not have to endure zero hours contracts and work in 

constant fear of dismissal 

Eventually Dad went into hospital and then into a Nursing Home. I must say that place seems excellent and 

has won awards. Then again it is run by a large, well known company and they have the money and a 

reputation to maintain. 

 

A SMOKING BAN FOR MENTAL 
HEALTH WORKERS  

IN THE WORKPLACE 
By @Nurse_w_glasses 

To force a breakthrough in the smoking culture in 

psychiatry it should be prohibited for mental health 
staff to smoke in the work place. There I said it !  

(and yes I agree it should be like that everywhere 

in health care but in this blog I will focus on 

psychiatry). 

Last time I said I would like to see a smoking ban 

for  all mental health staff  within hospital grounds 

and during home visits was when I arranged a 

meeting for mental health workers about psychiatry ,health and sports. Many smokers weren’t pleased and 
that’s an understatement. Some were very annoyed and kind of hostile as if this was denying them a civil 

right. 

It’s a challenge for patients to quit smoking in psychiatry where a lot of people smoke. They get discouraged. 

Mental health workers may often tell the patient that it’s too hard to quit with mental illness, that it stresses 

them out too much. And  of course it’s quite an effort for them but I have seen enough to prove that it is 
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not impossible. Sometimes I wonder if  staff who smoke feelthreatened by the brave attempts of patients 

who want to quit when they can’t manage to quit themselves.  

Addiction to nicotine is the most common form of substance abuse in people with schizophrenia , who are 
more than three times more likely to be addicted to nicotine than the general population. The relationship 

between smoking and schizophrenia is complex. People with schizophrenia perceive certain benefits from 

smoking but at the same time it’s  threatening their health and wellbeing in a serious way and can make 

antipsychotic drugs less effective. Heavy smokers often need higher doses of medication. 

People with schizophrenia have a shorter life 

expectancy (up to15-20 years shorter) than 

the average population and the main cause is 

: smoking. Over the years I have seen many 
people with mental illness die young because 

of smoking related diseases like heart failure, 

different forms of cancer, strokes, COPD.  

People in psychiatry can get help with quitting 
drinking, quitting street drugs, quitting 

benzo’s, quitting gambling…but there’s usually 

no specialised help for quitting or reducing 

smoking for people with mental health 

problems. Smoking doesn’t seem to have 
priority in the smoking culture of this specific 

field of health care  with mental health staff 

having the highest percentage of smokers of 

all healthcare staff. 

But with worrying statistics on physical health 

problems among people with mental illness we 

need clear measures. And mental health 

workers who are addicted to smoking  should 
get over themselves and only practise their 

addiction outside the hospital gates and out of 

sight of patients, including in outpatients and 

in community settings. After all our goal is to 

improve and encourage  health from a holistic 
point of view. Staff who smoke give the wrong 

message. Smoking should be banned and it 

should be the responsibility of managers in 

mental health care to enforce those bans. 
 

I have been giving a “decrease-smoking-

course” for people with mental illness for a few 

years now. The course is free. Most of the 
attendees have schizophrenia. There is always 

one chair for a mental health worker who 

wants to quit . They can attend the course 

during work hours. Thanks to the course we 
have a smoke free team now.  

 

First it was called a “quit-smoking course” but we got very few subscribers. Quitting seemed a step too far 

for many. So we changed it to “decrease-smoking-course” which consisted of  10 sessions including a smoke 

break of 5 minutes . Soon we had a waiting list. 
  

The first session was about  smoking habits and keeping a smoking diary to get insight in smoking habits 

and coping. Many people started to smoke when they were admitted to a mental hospital for the first time. 
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One of the patients  started smoking when she was admitted with psychosis at age 27. She told us : 

"Everyone, patients and nurses , seemed to smoke so I thought it might be helping and some nurses even 
promoted smoking by giving me a cigarette even though I  didn’t smoke. And they took out the patients 

who smoked more often than the ones who didn’t smoke. So some started smoking to be with the others.”  

Now at age 45 her GP told her she had to quit smoking because she had COPD. She joined the course and 

eventually managed to quit.  
 

Most people who attend the course don’t quit but decrease  a lot. That’s important improvement too. People 

who go from 60 to 10 cigarettes are not unusual. We involve psychiatrists, family , GP’s and mental health 

workers as supporters to make their resolution a success.  

We notify and work closely with all people involved in their treatment and give information on how to offer 

support. The psychiatrist monitors blood levels especially when patients are taking Clozapine and sees the 

patient more frequently to adjust medication doses when needed. Smoking cessation can lead to higher 

plasma concentrations and potentially more side-effects. With Clozapine their  levels can raise in a 
dangerous way..  

Quitting smoking with this group should be monitored closely whether there is any exacerbation of 

symptoms or medication side effects, so possibly the dose of neuroleptic medication needs to be adjusted. 

Since quitting smoking is a challenge we make sure that the patients get extra support. Nicotine replacement 

methods may benefit their effort to quit. 

Every mental health trust should offer specialised quit- or reduce smoking support for patients and mental 

health workers.  

I’m not promoting a smoking ban for patients. I’m very much against that. In the hardest times we shouldn’t 

force patients to quit. But I strongly believe that a healthier and more encouraging environment will help 
people to find the motivation to reduce or quit smoking and improve their wellbeing.  

 

And that’s our job as mental health workers.  

 

VOLUNTEERING 
By Lisa Lewis 

There is a moment of calm, before the challenges of 

a drop-in session, when the team of Doorway staff 

and volunteers is sat around the table patiently 

waiting for the briefing to begin. There has already 

been a lively buzz in the atmosphere as people ready 

the building for the session and catch up with each 

other, gossiping and laughing like any other tight knit 

community. 

As I glance around the table, before speaking and 

welcoming everyone, I quietly saviour the moment, and am filled with a bursting sense of pride and gratitude 

for the individuals surrounding me. 

See, our volunteers are really very special people. Their ongoing commitment and dedication to our 

organisation, and the service we provide is unfaltering. It never ceases to amaze me that they show up 

week after week, and very often year after year. The public is often surprised to learn that we have a team 
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of around 50 volunteers at any one time and they are mentored and supported in much the same way as 

both our staff and our guests. 

And without our volunteers, we really couldn’t provide any kind of effective service at all. They form the 

backbone of the organisation and will perform different roles according to their expertise – some of them 

are cooks, or trustees or members of the Friends of Doorway, washer uppers, blog editors, or frontline 

befrienders in the drop-in sessions. Very often they will have an assortment of roles but always they are 

hardworking and an absolute pleasure to work with. 

When David Cameron first announced his ‘Big Society’ flagship policy idea of the 2010 Conservative Party 

general election manifesto, I was incandescent with rage at the suggestion that people should be encouraged 

to take an active role in the community and that this was a new idea to be promoted by the government 

across our land for the good of our society. For those of us already working in the third sector it was perfectly 

obvious that these ‘Big Society’ ideas had already been in place for decades and groups of volunteers can 

be found performing essential services all around the country, and often doing a better a job than their 

public service counterparts. 

So what is it that drives some people to volunteer and not others? I think that I have been most surprised 

at the fact that those who choose to volunteer do so with such energy and sense of purpose! Speaking to 

my long term volunteers, they state that they believe that they get far more out of the experience than they 

think they actually give back to the organisation. 

Our new volunteers tend to be adopted into the Doorway family very quickly, with the opportunity to make 

new friendships, increase their levels of self-confidence & self-esteem, and learn new skills. It is also an 

ideal opportunity to gain a frontline insight into areas of potential employment associated with the issues of 

mental health, substance dependency, benefits, homelessness etc. We have such a wonderful mix of 

volunteers from new graduates who wish to gain some life experience to older retired people who miss 

cooking for their own families, and every type of person in between. 

One of the other benefits of having an eclectic team of volunteers around you, recruited from different 

backgrounds and with different experiences, is that you never know what topics will be talked about in a 

drop-in session. I have had impromptu lessons in the most diverse range of hundreds of subjects including 

music, literature, philosophy, bird watching, the political voting strategy in the Eurovision Song Contest, 

scuba diving, and the purpose of a Winkle Club to name just a few; along with a number of subjects that 

can’t be publicly repeated. The conversations floating around the building are always enlightening and 

entertaining. 

So, make some time and have a go at volunteering within your local community; you never know where it 

might lead… 

Lisa Lewis is Chief Executive at The Doorway Project, a charity for homeless people based in Wiltshire. 

http://www.doorwayproject.org.uk/ 

 

 

 

http://www.doorwayproject.org.uk/
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SHARED LIVES 
By Phil Mayne 

I attended the Shared Lives Conference in London for the first time last week and on arrival noted a different 

atmosphere than I had experienced at a typical Conference. I have previously been invited to various Health 

& Social Care conferences, which quite frankly have a very corporate feel within minutes of arriving. I 

appreciate that not all Conferences in the Health /Social Care industry involve carers or even for that matter 

some of the keynote speakers say anything relating to them, but I do despair sometimes that carers never 

even get a mention at all.   

This conference did seem at first glance a little different and in the first few hours it became noticeable that 

the carer numbers attending were certainly greater than in any other conference I had attended. 

It is very difficult both for pragmatic and logistical 

reasons for carer to attend any conference, my wife and 

I experience this on a regular basis. I do not believe 

some of the professionals attending similar conferences 

have ever truly understood the importance that the 

carers place on having the briefest opportunity to be 

able to converse with fellow carers. Many I speak with 

inform me we cannot overestimate the value they place 

on having the rare opportunity of sharing their 

experiences with their colleagues. 

I have to admit previously, as a professional attending 

conferences I have been guilty of this myself and it is 

only now in my role, as a carer do I appreciate how 

vitally important it is of having the chance to be able to share and listen to my colleagues. The wealth of 

experience the Shared Lives carers have to exchange info with others is a resource that has not yet been 

tapped into by Health & Social Care professionals.   

I experienced an unprecedented wave of optimism at the Shared Lives Conference, which had made a 

deliberate effort to put carers at the forefront of all the discussions from workshops to MP’s speaking at the 

event. 

In fact in my brief conversation with the Minister for Care Norman Lamb MP I was so proud to hear him say 

that he would consider Shared Lives, as possible alternative of care, if in the future his own Mum needed 

help. May I point out the Minister was crystal clear that his 84 year old mum is at present in no need 

whatsoever of wanting any support and is living an independent and fulfilled life. 

However it was clear from the passion in his voice that he was sincere in his commitment to Shared Lives, 

which made left me feeling very proud indeed as carer. We carers do feel Shared Lives is sometimes forgotten 

about and frustratingly not even considered, as an alternative option of care by many Health / Social Care 

organisations. Listening to the Minister made me think that all is not lost and that finally we are maybe 

getting our message across. 
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We Shared Lives carers are saving Local Government & Health an average conservative estimate of £24, 

000 per year per person, for the individual we care for in our home. This may I add is a very is not forgetting 

a further saving of circa £7,000 PA per person, who has Mental Health needs. 

I really hope that this Shared Lives Conference with its emphasis on carers is reciprocated at other 

conferences up and down the country,  as many similar conferences do seem be hijacked by various lobbyists 

with their own agenda. It would seem that not all the conferences are highlighting the contribution carers 

make. It would difficult to name every individual I spoken with at the conference, but I can tell you after 

speaking with carers one could not help but feeling inspired, as they spoken with a dignity and integrity that 

made hairs stand up on the back of my neck.  

I do feel I must mention a few names in particular that of Tim Southern, Andy Harvey, Nancy Plowes and of 

course the indefatigable Alex Fox, while I know they will not thank me for naming them individually. I do 

want to highlight a skill that I believe many have lost, but one that I believe was a beacon of light that 

shone so brightly in my humble opinion at the conference. It was the ability that all the above people 

possessed in abundance, it was that of being genuinely personable and approachable. I believe when a 

person attends a conference not knowing anyone, like happened to me at this conference, it is of paramount 

importance that the people in senior positions within the group take the time to engage with delegates. 

Finally I headed home on the train with a refreshing feeling of being made to feel that we carers are not 

just making up the numbers at any Shared Lives conference, but are valued and integral part of the Shared 

Lives family for the future.  

Phil Mayne (Carer) Wednesday, 30 October 2013 

 

#SOCIAL CARE HOUR – MAKING A DIFFERENCE TO THE HEALTH 
AND SOCIAL CARE INDUSTRY – THE STORY SO FAR…. 
 
#SocialCareHour was set up for two reasons.  The first was to try and boost the battle to ensure that all the 

great news about the fantastic Support Workers and providers is helped to get out into mainstream media 

to counteract the number of terrible stories we seem to be reading on a daily basis.  The other reason was 

frustration – frustration that there were very few regular opportunities to chat about health and social care 

and to be able to exchange ideas on how we can make the industry better. 

And I think it is safe to say that the industry is broken.  In the two months since #SocialCareHour started, 

the vast majority of tweets have been from people in the industry who know what is wrong, but don’t know 

how to fix it.  People are frustrated that the care industry seems to be running on the strength of underpaid 

but passionate people who want to ensure that the elderly and the vulnerable are taken care of, even if it 

means that they are out of pocket or they have to do it in their own time. 
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Underfunding, 15 minute calls, the amount of abuse that seems to go on and issues surrounding training 

are always at the forefront of the discussion and some companies are starting to make a stand.  We have 

heard from a few providers who have refused to take work from their local authority either because of a 

lack of decent funding or because they refuse to take on the 15 minute calls.  With the news that one local 

authority is offering providers under £9 an hour, these brave companies who are standing up for not only 

their rights but also the rights of their customers are at the forefront of a revolution that surely has to come 

sooner rather than later if we are to avoid damaging consequences that will ultimately harm the most 

vulnerable in our society.   

Our #SocialCareHour tweeters are desperate to see 

change and are working hard to make life for their 

staff and customers better but to a certain extent, 

their hands are tied.  Turning down contracts 

affects business and at the moment, the local 

authority can easily go to another provider who will 

happily pick up the poorly paid work...but at what 

end cost?  Is the answer to call for more brave 

providers to step up and refuse to take on work 

that forces them into making their support workers 

take on zero hours contracts, forces them into 

breaking the law and paying less than minimum 

wage? This is a desperate situation and at the heart 

of it all are some of the most vulnerable people in 

society, so why is it that we are allowing these 

circumstances in this day and age – why are we 

carrying on as if this is acceptable?   

What’s so frustrating is that we spend each #SocialCareHour going over the problems but no one seems to 

have the power to resolve them so in effect, we’re going round in circles.   

#SocialCareHour wasn’t just set up as a tool for discussion about all the things that are wrong with the 

industry, it was set up to try and make a positive difference.  We want to hear from all of the care providers 

out there who ARE making a difference, who are making a stand.  If they can share their innovative ideas 

with others and tell us what works for them – that information can be shared and slowly but surely, we hope 

to start seeing tangible impact across the board.   

Social care providers, commissioners and customers are all encouraged to join the conversation, which takes 

place on Twitter every Wednesday evening, 8 – 9 pm. Anybody wanting to take part can do so by including 

#SocialCareHour in each tweet they post.  You can find out more by taking a look at the #SocialCareHour 

website www.socialcarehour.co.uk  

#SocialCareHour was developed by Midlands based GD-PR & Media Ltd, an integrated Public Relations, 

Graphic Design and Video Production company, specialising in Health & Social Care. 

 

 

http://www.socialcarehour.co.uk/
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SOCIAL MEDIA, CHILD SAFETY AND 
PROFESSIONAL RESPONSIBILITIES 

By David Niven 

It’s always good to pause for a minute and consider the ethical and operational considerations for social 

workers and other front line care professionals when using social media in work settings and personally. 

There’s a growing debate around the issue of the private conduct of professionals and the implications of 

what information they make available to the wider public on their own social media pages. Increasingly the 

debate is moving into areas where there is a duty of confidentiality that any professional has to the people 

they serve and the imperative to investigate allegations of abuse against those vulnerable members of 

society that the professional is charged to protect.  

Ever since 1889 the first act of parliament for the prevention of cruelty for children commonly known as the 

Children’s Charter was passed. This enabled the state to intervene, for the first time, in relations between 

parents and children. Anyone could be arrested when found ill-treating a child and workers enter a home if 

they thought a child was at risk.  

We all are reasonably familiar with the terms ‘social media’ and ‘social networking’. Boyd and Ellison (2008) 

defined social networking sites as ‘web based services allowing individuals to construct a public or semi-

public profile and display a list of other users with whom they share a social connection’. There are literally 

hundreds of millions of these profiles existing today, but there always has to be doubt about the accuracy 

of their information as there’s no guarantee of honesty. In a recent declaration by Facebook at a conference 

I co-hosted, they admitted to having 83 million false accounts and profiles. There’s a whole variety of reasons 

for this. Many people don’t like exposing all of their information, others create false personas for spamming 

purposes and the most worrying are those who create a platform to perpetrate criminal activity. A perfect 

example of this I saw in the news today where a Dutch group created an online presence of an avatar 

purporting to be a 10 year old girl from the Philippines and in no time at all they had received over 1,000 

requests from all around the world encouraging her towards inappropriate activities.  

Through my social care training company 

David Niven Associates I commissioned 

an online survey. This used a typical 

Likert response scale to measure 

respondents’ attitudes towards the use of 

social networking sites in a social 

work/safeguarding setting by asking the 

extent they agree or disagree with a 

particular statement. 

A few of the questions I asked are 

illustrated here 

A key overarching theme emerged here. 

Respondents continually made reference to the fact that a multi-agency approach to on-line safety is 

required and that this is a task not just for parents but in-fact anybody who is involved with children. 
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Respondents continually made reference to the fact that social networking sites need to have age limits in 

order to protect children from the potential dangers that may arise. It was often commented that young 

children “young children are unable to understand the safety issues involved in posting information publicly. 

They are also too immature to 

understand what may be appropriate in 

the public forum.”  

 

There was however a feeling that 

children would ignore these age limits 

anyway and that this would be difficult 

to enforce especially as some 

respondents knew children whose age 

had been falsified, e.g. “Children put in 

the incorrect date of birth regardless - I 

know because some of my nephews are 

on Facebook and they are only 9 and 

under and their parents are aware.” 

Serious rumours exist about Facebook reducing the age of account holders from 13, which it currently is, to 

allow any age of child to have, own and operate a Facebook account. As children expose themselves on 

these social networks with pictures, location information and details about their personal lives advertisers 

and others who wish to take advantage of children will find it easier to do so (Washington Post, June 2012). 

The research identified views that 

others who investigate child 

abuse as those who could benefit 

from access to social networking 

information for safeguarding 

purposes. e.g. “Other agencies 

who work with children should be 

able to investigate social 

networking accounts to protect 

children from harm.” 

Those who ‘strongly agreed’ that 

only law enforcement should investigate social networking accounts for evidence tended to identify issues 

related to legislation and the need for clear guidance as the reason behind their response. 

Several authorities across the country are either asking existing duty teams or creating responsibilities for 

individuals to monitor sites of families where children are considered at risk. Tracy Connolly who has just 

been released from prison for killing her son regularly posted her thoughts on social networking sites up 

until the day baby Peter died. According to a Guardian newspaper report she shared how, instead of 

nurturing her son, she spent her days “drinking vodka”, “watching pornographic films” and “having sex with 

her boyfriend” she also said that she was madly in love with the most amazing guy and her “fella is just 

nuts”. Given that many professionals claimed ignorance of the boyfriend’s presence in the house or the 
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nature of their lifestyle, accessing their posts of social media sites may have made a difference – tipping the 

balance and forcing a more rigorous examination of the child’s safety.  

There’s so much more that can and should be said and discussed about the benefits and the dangers of 

social media, especially in how it’s used by professional bodies to scrutinise and monitor those at risk.  

I have a full version of this survey if people are interested at info@dnivenassociates.co.uk and will be glad 

to connect via twitter @DaveNiven 

CARE IN THE COMMUNITY 
By Mark Gray 

In 1990 the government introduced care in the community to 

avoid putting elderly people into hospitals and residential care 

homes. It’s been much more expensive to deliver than the 

government first thought with the community care budget 

being spread very thinly. Even with extra investment care in 

the community needs to address some very fundamental 

communication and integration issues between provider 

groups and individuals. 

Caring for an elderly relative can be extremely stressful and 

upsetting. I feel strongly that a more holistic approach is 

required rather than a collection of professionals and their 

coordinators each trying to manage situations in apparent 

isolation of one another. 

I speak from experience. My mum, is 88 and recovering from 

a stroke. She is housebound, reliant on private care visits to 

help her manage at home. I’m Mark, her only son. Luckily my circumstances allow me to be a regular carer 

for Mum since her stroke. Actually, what takes most of my time is not the hands-on care as such but the 

constant medical coordination, communication and fact finding I have to undertake on Mum’s behalf. At 

times this can be frustrating and very upsetting especially when I’ve spent my working life helping to resolve 

very similar issues that exist within many organisations and then discovering I’m powerless to do anything 

to improve matters for her. 

It was mid March 2013 when I took the call from Mum’s day time care provider.  

“Mark, we found your Mum this morning on the floor in the bathroom, she’s ok but keeps counting from one 

to five, is that normal?” 

“We’ve called an ambulance because the carer can’t stand her up and she needs to be checked over. We’ll 

call you back when we know more”. 

I was in North London at the time and just about to head into a meeting for an hour. I left my phone on 

after concluding that she was in safe hands and decided to head straight back home when I’d finished. 

Besides, Mum falling over had become a bit of a regular occurrence and I was getting used to the calls and 

the events that followed. Just as I was heading to Queen’s Park tube station, and about to call for an update, 

my phone rang. It was a paramedic who explained that they were going to take Olive to hospital for tests. 

mailto:info@dnivenassociates.co.uk
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My fears were quickly confirmed when I arrived at the hospital an hour or so later to find Mum on the stroke 

ward, counting from one to five. 

Mum is out of hospital now and at home. Hit hard by the stroke she has a weakened right side, her mobility 

is very poor, and her short term memory and dexterity massively impacted. She has two care visits a day, 

mornings and afternoons, with an evening visit by me to prompt medication and make sure she’s ready for 

bed. 

I used to believe that medical care for the elderly was a well trodden path and Mum would have coordinated 

medical support at home, organised by her GP. I don’t believe this anymore. She hardly ever sees her GP; 

we seem to have more contact with the surgery receptionists and administrators than we do with a Doctor.  

Thankfully, and by chance, I was introduced to a Community Matron at the start of 2013. Without her 

counsel and assistance I don’t know where we’d be now. She is the only medical professional who has a 

grasp of all Mum’s ailments, is willing to talk to me and will regularly visit Mum at home. However, even she 

sometimes struggles to understand who is doing what and where responsibilities lie for Mum’s health care. 

Mum also has a small collection of age related conditions: osteoporosis, anaemia, spondylitis, hypertension, 

a hiatus hernia, impaired kidney function and an over active parathyroid gland. This gland, secretes a 

hormone that manages the levels of calcium in the body. As a result she needs to take more medication 

twice a day and have regular blood tests to monitor her calcium levels. 

Mum hit the medical radar after her fall and her admission to hospital on Boxing Day 2012.  Let me try and 

illustrate how Mum’s world has been turned upside down since then. 

Mum’s GP rarely sees her. I recently took a call from the lead GP at the surgery asking me “why is your 

mother having all these blood tests”. The surgery seems to find it hard to read and act on letters received 

from hospital consultants and regularly allow Mum to run out of any new medication that wasn’t prescribed 

through the surgery. I often wonder what would happen If I didn’t get involved, would anyone at the surgery 

notice before it’s too late. 

Following her stroke, and discharge from the district general hospital Mum was admitted to a community 

hospital to complete her recovery before going home. Mum now attends a post stroke clinic at fixed intervals 

to see her stroke Doctor. Three visits so far and each time she has seen by a different Doctor. The hospital 

have also assigned a Stroke Nurse to regularly visit mum at home. At her last visit they noted low blood 

pressure and subsequently requested Mum visit them for a blood test. The clinic appears to operate in 

isolation from the hospital consultants and GP. It’s been four weeks since Mum’s last visit and we’re still 

struggling to find out who is following up on her low blood pressure. 

Since Mum’s fall and admission to the district general hospital on Boxing Day 2012 she is seen regularly at 

a clinic for the elderly. Four visits so far and each time she has been seen by a different Doctor.  

Having been diagnosed Mum does not have to return to see the surgical consultant again regarding her 

parathyroid gland; there is nothing the surgeon can do. The Consultant prescribed a drug called Cinacalcet 

to keep the gland in check and wrote to the GP requesting that regular blood tests are taken and calcium 

levels checked. Mum’s first course of tablets dispensed from the hospital soon ran out. When I contacted 

the GP’s surgery I found that the letter written to them by the consultant had been ignored. 
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Mum had stopped eating because she couldn’t swallow properly and feared her food wasn’t going down and 

she might choke. We managed to get the GP to visit Mum at home and he referred mum to see a gastro 

consultant who then request an endoscopy and ultrasound to see if anything was wrong. The endoscopy 

was clear but the ultrasound identified a possible mass on her pancreas, she now has to have a scan to help 

confirm what this is. At our last visit in September 2013 we discovered that her renal function was also 

declining and the consultant now wants to consider how Mum’s other conditions might be playing a 

contributory role. This is the first time in ten months that a Doctor has stepped forward and said that Mum 

is now her patient and she is taking responsibility. I had to hold back a tear. 

After a chance introduction to the Community Matron we now have access to an Integrated Case 

Management Team. This team, particularly the Community Matron, tries to keep me informed and helps to 

make necessary referrals for Mum. In return I keep them informed of hospital visits and concerns I have 

that aren’t being dealt with. For example whilst the GP sent Mum for an endoscopy the Community Matron 

referred Mum to a Speech Therapist to see if she had a post stroke swallowing issue affecting her eating. 

The conclusion was that she had slight dysphagia (impaired swallow reflex) and some psychological issues 

caused by a fear that food would get stuck, or go down the wrong way, and she’d choke. The team then 

referred Mum for a home visit from a Nutritionist and between us we have created a home cooked soft food 

eating plan. If I hadn’t instigated this dialogue with the Community Matron then I fear Mum might not be 

with us now. 

You’d be right to think that Mum is getting all the medical attention she could possibly need. I can’t argue 

with that because on the face of it she is. But there’s the saying isn’t there “too many cooks spoil the broth” 

and it couldn’t be more true for Mum over the last 10 months. Everyone has her best interests at heart but 

they don’t see the whole picture for her and certainly find it hard to communicate with one another and with 

me for that matter. They insist on communicating with Mum but she has great trouble remembering what 

has been discussed. Having attended many sessions with Mum I can see that she struggles to hear, and 

sometimes to understand what is being said to her and often will not answer the questions being asked. For 

example, I remember the Nutritionist asking “How is your diet Olive, are you eating well?” Mum replied 

“yes, all right”. The fact that mum had probably eaten the equivalent of two slices of toast in 14 days wasn’t 

mentioned. Luckily, and by chance, I was with Mum during that particular visit. 

Something has to change 

I’ve really only skimmed the surface of events over the last 10 months but I’m sure you can see what a 

difficult time this has been for a confused and frail elderly lady. Visit after visit to the hospital each causing 

huge anxiety leading up to the arrival of the ambulance, needle after needle taking blood and multiple 

Doctors that can’t be heard or easily understood. For me this is further compounded by no clear medical 

lead, and the apparent inability Doctors have to share blood test results and patient notes between hospitals. 

The cost of all this inefficiency, but it must be huge. 

The Integrated Care Team (also called Community Treatment Team) certainly has the potential to provide 

holistic patient care for the elderly.  Unfortunately, the team doesn’t appear to have the necessary authority 

to bang heads together and deal with what I can only assume are professional egos unwilling to let go and 

delegate responsibility for fear of losing control, or simply can’t because they are hamstrung by policy, 

procedure and systems. Until a bridge is built between between the community care services and the medical 
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profession I’m afraid nothing’s going to change. Perhaps work is already being done behind the scenes but 

it’s certainly not present in our field of vision. 

Have you heard the phrase “if it ain’t broke don’t fix it” well, something’s broken and certainly needs fixing; 

elderly people deserve more 

Mark Gray blogs at   http://markgray64.wordpress.com/  

 

WHY IS MOVING INTO A 
DEMENTIA CARE HOME 

A POSITIVE CHOICE? 
By Jackie Pool 

I know that it is a Government initiative to 

reduce the number of people with dementia 

who live in care homes and to support more 

people to stay at home but I am not convinced 

that staying in your own home when you have 

dementia is the best solution for many people.  

There is a vulnerability to abuse from others in 

just the same way as there can be in a care 

home and possibly more so, as this can be 

behind closed doors and less detectable than in 

a group care setting. On top of that, there is a 

greater risk of loneliness and under-stimulation 

that can speed up the rate of the person’s 

cognitive decline. A person who lives alone may 

only see a domiciliary care worker for half-an-

hour a day – with twenty three and-a-half hours 

left to fill.  

But, when there are so many stories being told 

about poor care, no wonder that there is a 

stigma attached to going to live in a care home. When relatives see this as a last resort and speak of their 

feelings of guilt in “putting Mum or Dad into a Home” we can clearly see that there is work to be done to 

raise the standard for dementia care homes – improving the experience for those receiving care and the 

reputation of care providers. 

My own Mum developed dementia with complex difficulties that meant she needed 24 hour support from 

specialists. Far from seeing this as a negative, I viewed it as an opportunity for Mum to be given all the help 

http://markgray64.wordpress.com/


18 
 

and companionship that she deserved – but this would depend on finding the right place with truly specialist 

practice and facilities. 

Too often a Home uses the words “specialist dementia care” when what they really mean is that they ‘accept’ 

people with dementia there. But they do not have a service worthy of that name. If it is worthy then we 

would see that:  

 Families are confident that the move into the home gives the person with dementia a better quality 

of life than if they remain at home. 

 Care Home staff are confident in their specialist skills and knowledge that enable them to support 

people to live well with dementia  

 Care Home teams are proud of their specialist dementia care service and design features that 

enable rather than disable individuals who live there. 

 

I used all my experience to seek out the best place for Mum that would meet her wishes and her needs. It 

was not easy though and it made me realise how difficult it must be for other relatives who don’t have my 

background of 30 years working with people with dementia. So I have created the Dementia Champions 

web site which provides a free resource that aims to improve the experience for those receiving care and 

the reputation of care home providers with guidance for professionals and families who support those living 

with dementia. The Dementia Champions website assists families to choose a dementia care home, with an 

assessment checklist for identifying what specialist dementia care should look like in the building, the people 

and their management systems with clear and simple guidance about what to look for and advice to people 

with dementia and their families on the questions to ask and the answers they should expect. 

It also helps professional carers to become dementia specialists by identifying their strengths and 

weaknesses and directing them to resources to help achieve their goals. Using the checklist will support 

good care homes to say “we do this – we are specialists in dementia care and support”.  

The comprehensive checklist includes 26 factors covering everything from the colours used in the building, 

to the staff knowledge and attitudes, in a printable format so the family can record their findings for each 

home they visit. The resource has been endorsed by Professor Martin Green, Chief Executive of ECCA  who 

says “ the Dementia Champions website is an essential resource for anyone who is looking for a care service”. 

For further information visit www.dementia-champions.org 

Jackie Pool is an Occupational Therapist specialising in dementia care and is the founder of Jackie Pool 

Associates Ltd, one of the UK’s leading specialists in dementia care knowldege  and skills development.  

 

T: 0844 826 3101 

E: jackie.pool@jackiepoolassociates.org 

W: www.jackiepoolassociates.org 

 

http://www.dementia-champions.org/
mailto:jackie.pool@jackiepoolassociates.org
http://www.jackiepoolassociates.org/
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SHARING THE CARING FOR CANCER IN MILTON KEYNES 
 
By Suzan St Maur 

 
Given the substantial “reorganisation” that has 

been taking place recently within NHS England, it’s 

not surprising to find that voluntary groups dealing 

with the patient/carer (or “user”) point of view, 
have taken a bit of a knocking – whatever the area 

of care concerned. 

 

But not in the case of one particular group in the 
“new” city of Milton Keynes – the Milton Keynes 

Cancer Patient Partnership. Here’s what they do, 

have been doing for 10 years, and have every 

intention of continuing to do in the future.  
 

What the MK Cancer Patient Partnership is all about … 

 

Making sure that they have the best possible cancer services in their area is a vitally important activity. 

That’s why they encourage local cancer patients and carers – users of cancer services - to join them:  
representatives from all related interests and disciplines, working together to solve problems and enhance 

cancer services right across the board in the MK area. 

 

The group consists of doctors, nurses, managers and other professionals as well as users of cancer services 
meeting - as equals - once every few weeks to: 

 

 share experiences 

 identify problems 
 develop solutions 

 help implement improvements  

 

A few of the MKCPP’s key activities 
 

Environmental audits: checking out the surroundings in which cancer outpatient clinics take place in the 

hospital from a patient’s or carer’s perspective, and reporting back to people who can get changes made if 

they’re needed. A very successful and popular activity. 

 
Internal validation and peer review: a fascinating insight into the superb work the cancer professionals 

do. The MKCPP supplies most of the user representatives required for this cancer activity in MK.    

 

Cancer survivorship: an interesting and heart-warming initiative where we advise on and help with 
encouraging cancer patients to get back to normal, full lives after treatment, and promote the wide range 

of resources available for recovering/long-term treated cancer patients in the region.   

 

Contributing to cancer nurses’ meetings: Milton Keynes has a fantastic team of Macmillan-status cancer 
nurses, who often invite us to join their meetings to provide the user’s viewpoint. 

 

Promoting cancer causes locally: together with cancer nurses and doctors and local voluntary groups, 

we stage and help with exhibitions, questionnaire sessions and special days connected with cancer and 

cancer survivorship. 
 

“What makes our group unique is that we are a true partnership, with patients and carers working 

hand-in-hand with the professionals and managers as colleagues – and as friends. Unlike support 

groups or pressure groups, our partnership combines a variety of disciplines, skills and interests. 
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This works powerfully towards – and 

achieves – solutions that help everyone 

improve the cancer patient experience.” 
      Suzan St Maur, Chair, MKCPP 

 

“I was one of the founding members of the 

MKCPP, as a user, 10 years ago and 
together with the professionals and 

managers we have accomplished 

numerous improvements. Some are only 

small things, but often those are things 
that mean a lot to cancer patients. What is 

so special about our partnership, to me, is 

that because we represent different 

cancers as patients, carers, specialist 
doctors, nurses and managers, what we 

achieve is practicable and realistic for all 

concerned.” 

      Jaff Newton, Secretary, MKCPP   

 
Where does this go for cancer care in other areas of the UK? 

 

In fairness many other areas of the UK do have cancer patient representative groups, but they tend to fall 

more into the categories of support groups, or pressure groups.  
 

However where the MKCPP and similar groups are pioneering true progress for promoting the cancer 

patients’ voices is in groups where both “users” of cancer services (i.e. patients and carers) and the 

healthcare professionals involved, work together to achieve solutions that are a) affordable and b) 
practicable … so leading to a better outcome all around. 

 

The MKCPP liaises and works with similar groups in the south-east Midlands and Thames Valley regions, 

sharing information, best practice, and other essential elements.   

 
Much as we might perceive inadequacies within the NHS and associated social services where cancer is 

concerned, we have to deal with what we’ve got. The MKCPP is pioneering the way forward for realistic 

maintenance and improvements in cancer services based on the realities of today … while hoping for even 

better cancer care in the future. 
 

For more information about the MKCPP, please contact suze@suzanstmaur.com. 

 

 

SELF SERVICE 
By Mark Neary 

I am the father of a young autistic man, who falls under the provisions of our local adult social care services. 

I’ll save “care” for another day – another article. The focus of this piece is on “services”. Nailing my colours 

to the past from the off, I have to say that I’m not exactly sure whether “services” are actually provided by 

the Local Authority anymore. The LA provide funds (is that a service?) with which to purchase a service – 

in our case, direct payments to hire support workers to support Steven when he is out and about on his day 

to day activities. And that’s the end of the LA involvement – their services. Unless you count the annual 

FACS (Fairer access to care services) assessment. Does a FACS count as a service? If they do, I’d rather not 

avail myself of this service, as they invariably lead to a reduction in funding, which means we Have less 

money to purchase the services we require. 

mailto:suze@suzanstmaur.com
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My all time favourite social care quote is: “The 

proposed changes enable service users to have more 

Choice and Independence through offering care and 

support tailored to their needs”. 

The presentation leads one to think that new doors 

are opening; horizons are being expanded. The 

reality is far from it. The quote is actually part of an 

announcement that the borough was closing all its 

day centres. Although day centres receive a lot of 

criticism and are considered terribly old fashioned, 

they are easily understandable as a “service” – 

there’s a building, staff who co-ordinate and 

supervise, and a range of activities for the person to 

chose from. For me, that ticks several “services” boxes. 

In place of the day centres are “non building based drop in services”. That is clearly a heavily coded 

statement and doesn’t hold up to too close a scrutiny. The reality is the social care department are offering 

– “the service users meet up in Costa and access the community from that base”. When you understand 

what is actually being offered, your perception of a “service” may be challenged. I can go to Costa any time 

I like. My son can go to Costa any time he likes. He doesn’t need a “service” to “enable service users to 

enhance their independence and practical skills”. Bottom line – my son can go to Costa without the council 

providing that “service” for him. 

I’ve seen the operational structure of my LA’s adult social care department. These are the days of: “Service 

User Participation Managers” and “Services Transformation Champions”. I can’t even begin to guess what 

they actually do but I’d love to sit in a room with them and ask them hoew their role relates to services for 

my son. 

The fate that befalls most service users, is that at some point, under the “fairer charging policy”, they will 

be charged for the “service” they are receiving. I can’t think of any other arena where I might be charged 

for something that I’m not really sure I’m receiving. My barber charges me for his services but I have a 

lovely haircut to show at the end of it. Will my suddenly find himself being charged for accessing an outreach 

service at a non building Costa? Probably. 

This is the king’s new clothes. A non service dressed up as a vehicle for choice and liberation. Forget Costa. 

They might as well offer the service of “yak herding in Slovakia”. Slightly further to travel perhaps but I can 

organise it myself. I don’t need a champion, if that’s what champions actually do. 

We hear a lot about families who financially rip off their incapacitated relatives. Would it be unfair to suggest 

that authorities who charge their vulnerable clients for non services are being as equally abusive? It might 

even be a safeguarding issue. 
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WHY SOCIAL CARE IS DIFFERENT FROM DOUBLE GLAZING 
By The Masked AMHP 

There is a school of thought, which has its origins in 

some fuzzy concept of “Victorian values”, that there is 

something inherently wrong with the State 

intervening in health and social care. This reaches its 

apotheosis in the USA, where the Republicans regard 

Obama’s idea of ensuring that there is some basic 

form of health care accessible to even the poorest as 

little less than Satanic in conception. 

Real Victorian concepts of philanthropy encompassed 

the idea that doing good was not only inherently 

virtuous, but was also a pragmatic and utilitarian 

solution to the problems that impacted on society. 

When large numbers of the populace are poor or sick, 

this affects everyone, even the rich. One of the factors 

that drove the development of National Insurance and 

improvements to social housing after the First World 

War was the discovery that many of the men seeking 

to enlist in the Armed Services were in very poor physical health. You couldn’t fight a war with unhealthy 

men. 

There have been efforts to introduce market forces into the provision of health and social care for many 

years. The first Thatcher Government introduced the NHS & Community Care Act in 1990. One of the 

changes it introduced was the concept of the “purchaser/provider split”: this created an internal market, 

and essentially meant that those who “purchased” social care services should not be the same people that 

provided them. Until then, nearly all home care services were provided by the local authority. After that, at 

least 80% of services had to be purchased from private or voluntary providers 

I was working in a local authority social services department when these changes came into effect in the 

early 1990’s. 

This is how it worked before the Act. As a generic social worker, I would receive a referral for an elderly 

person living alone who wasn’t managing very well. I would go out and assess them and establish whether 

or not they needed a service: a home help to assist with cleaning or preparing meals; aids and adaptations 

to their home; or residential care. 

I would then consult with our Occupational Therapist, who would assess for aids and adaptations, or the 

Home Help Organiser, who could assess precisely the level of home care services required, and then arrange 

for one of her Home Helps, who was employed by the local authority, to deliver that service. Some of these 

home helps could even be neighbours, who might be employed specifically to provide a service for that 

individual. 

This is how it worked after the Act. The social worker would assess the person. They would then have to 

decide themselves exactly how much time in a week that person required a cleaning service, or preparation 

of meals, or someone to shop for them, or someone to help them get up in the morning or go to bed at 
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night. The social worker would then go to the Home Care Manager, as they were suddenly called, and tell 

them what was required, and the Home Care Manager would then have to work out how to provide that 

service, using a combination of “in house” staff and external agencies. 

Since then, this process has accelerated, to the point that more and more local authorities have sold off or 

out sourced all of their care services, and many are actively looking at how they might out source social 

workers, too. 

The recent reforms in the NHS, centring on the GP led Clinical Commissioning Groups, are creating a culture 

in which it becomes imperative to provide health services via private service providers. The premise, behind 

the smokescreen of the mantra of “customer led” service, is that private providers can deliver cheaper and 

more efficient services. 

There is a basic fallacy in all this: health and social services are inherently and fundamentally different from 

the manufacturing or service industries. You cannot apply models of the private market to the public sector. 

This is what might happen if it really were the case that the health or social care service user was the 

“customer”. 

Jeremy’s windows are draughty and let in water. He decides he needs double-glazing. He gets several 

companies to give him quotations for replacement windows, then makes a decision based on price and 

quality. 

A few months after his new windows have been installed, Jeremy starts to worry about pains in his lower 

back. He looks these up on the Internet and decides that he must have problems with his kidneys. So he 

contacts the Renal Department of the local hospital, sees the consultant, and insists that he needs a kidney 

transplant. 

The second scenario is clearly absurd. It is necessarily the role of specialist doctors to assess a patient’s 

health problems, and it is ultimately their decision as to what treatment the patient requires. Equally 

absurdly, if we were to apply this to the first scenario, then Jeremy would simply be told what sort of double 

glazing he needed by the expert double-glazing salesman. 

Because in reality users of public services are not “customers”: it is the GP’s, via their CCG’s, who are the 

real customers. They are the ones who want specific services for their patients, and they choose what service 

they will go with. 

The concept of “Payment by Results” and “clustering” currently being implemented as a means of service 

delivery in national mental health services is, in the words of the Department of Health, “a major change in 

the way that mental health care is currently funded, a shift from block grants to Payment by Results 

currencies which are associated with individual service users and their interactions with mental health 

services.”(1) 

And there is revealed the true state of affairs: in this brave new world, users of public services are not 

“customers”, they are “currency”. 

(1) 2012-13 Mental Health PbR Guidance, DoH, 06 Oct 2011 
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_13019

6 

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_130196
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_130196
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The Masked AMHP 

I am a social worker, Approved Mental Health Practitioner, practice educator and trainer. I write the Masked 

AMHP blog, and manage the popular Masked AMHP Facebook forum, where mental health and other 

professionals and service users can discuss aspects of mental health.  

http://themaskedamhp.blogspot.co.uk/ 

 

CHRONIC SORROW: A THEORY OF 
LOSS THAT APPLIES TO MANY 
FAMILIES   
By Rose Harwood 

Back in the 80’s, I was supporting people with learning 

disabilities in a residential respite home. A mother arrived to 

collect her son after his stay, and when I apologised that 

we’d lost one of his socks I was knocked sideways by her 

furious verbal assault, which seemed to me to be 

disproportionate. My supervisor explained this was because 

parents of people with disabilities are angry because of 

grieving for the ‘perfect’ child they had expected to have.  I 

remember thinking the issue was probably more complex, 

especially as I knew many parents who were as positive 

about - and loving towards – their disabled child as they 

were their other children.  When I heard about Chronic 

Sorrow nearly two decades later, an important piece of the 

puzzle fell into place.     

Ongoing, multiple losses 

The term ‘Chronic Sorrow’ was coined by Olshansky1 in the 1960’s, who identified that some parents of 

children with disabilities experienced ongoing and recurring grief. For thirty years the theory remained 

largely unexplored and undeveloped, with occasional research indicating it might also apply to other groups, 

e.g. people with life-limiting conditions (such as long term Mental Illness; Dementia, Multiple Sclerosis, 

HIV/AIDS) and their families; adopted children; and families of children or adults who are missing.  

Susan Roos2 developed the theory, calling it a ‘living loss’, because the source of the loss continues to be 

present. Many individuals and their families experience multiple, recurring losses. These may be practical 

(e.g. time, sleep, routine, skills, education, transport, job and income), or less tangible (e.g. hopes, dreams, 

identity, privacy, dignity, control).  

These losses are compounded and magnified by attitudes and barriers within society and services causing 

stigmatisation, labelling, discrimination and deprivation of rights, leading to further losses (e.g. inclusion, 

relationships, social networks, opportunities).   

 

http://themaskedamhp.blogspot.co.uk/
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I knew an inspirational Head Teacher of a Special School, who - when her daughter was born - had exclaimed 

“Oh! She’s got Down’s!” All the professionals avoided eye contact and the room emptied quickly. She and 

her baby were placed alone on a side ward, away from other mothers and babies. When she chose to go 

into the ward, chat to Mums, and stroll into the main hospital to stretch her legs, she was followed by a 

nurse, and told to remain on the ward. Eventually she sought explanation from a Doctor, and it transpired 

that many assumptions had been made – all of them wrong - without reference to her. They had assumed 

she would be grieving, would not bond with her (beautiful) baby, would not wish to see other mothers (with 

their ‘perfect’ babies), and might do something to harm herself or her child. She was hit hard by the 

realisation that society’s attitudes had transformed perceptions of her overnight from that of a respected 

professional to a prospective suicidal child-murderer.            

Definition of Chronic Sorrow  

Roos calls Chronic Sorrow 

 “…a set of pervasive, profound, continuing, and recurring grief responses resulting from a significant loss 

or absence of crucial aspects of oneself (self-loss) or another living person (other-loss) to whom there is a 

deep attachment.”  

Chronic Sorrow can sometimes trigger depression, but differs from depression because it is periodic and 

self-limiting, and a person’s daily functioning is not affected markedly.  

People are more likely to experience the pain of Chronic Sorrow if there is a significant impact upon their 

identity, if they feel they have many ongoing losses, or if they perceive a wide gap between reality and their 

dreams.   

Parents and family carers are more likely to experience Chronic Sorrow if they perceive their relationship 

with the individual they care for as problematic (e.g. if it’s hard to bear that their child does not reciprocate 

eye contact or affection; if a cared-for adult also has Chronic Sorrow and directs anger or blame towards 

their carer; or if people are in the caring role out of a sense of duty, rather than love).  

Triggers hasten sudden intensification of grief. It’s important to stress that triggers are individual, but 

common triggers are family occasions, seeing a child the same age, hospital admissions, change in condition 

or treatment, introduction of new aids and adaptations, reminders of lost skills or opportunities.  Some 

triggers can be anticipated (e.g. birthday parties, review meetings), and preparation can help reduce their 

impact. The emotional impact of unexpected triggers can be harder to manage.  

The anticipation of possible future losses sometimes intensifies or triggers sorrow, for example if an 

individual has a progressive condition they and their family will fear for the future. A father of a young 

woman (who had multiple disabilities and complex health issues requiring frequent hospital treatment) broke 

down in a planning meeting, saying “How can I discuss plans for next year? It’s hard enough thinking how 

we’ll get through next week!”   

Family carers I’ve trained in Chronic Sorrow commonly express relief at recognising it as a normal grief 

response, and from identifying losses and triggers and action planning to minimise their impact.   
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Chronic Sorrow, Loss Theory and Best Practice 

Theories of loss have changed over the decades. Thirty years ago it was common for individuals to be viewed 

as pathologically dysfunctional if they did not progress through Kubler-Ross’s3 stages (Denial, Anger, 

Bargaining, Depression, Acceptance) in an orderly fashion, within a certain timescale.  

Nowadays grief is more ‘normalised’. It is regarded as arduous, chaotic work, the stages have been updated 

and are broad guidance only, allowing for flexibility and variation in individuals’ responses. ‘Denial’ is often 

considered to be negative, but can be used positively, enabling a person to get through a particularly difficult 

period.  It is also acknowledged that – in some instances - it may be ambitious to expect ‘Acceptance’, and 

that ‘Adaptation’ might be a more realistic goal.   

Sadly not all professionals and organisations have current knowledge, and they do a grave disservice to 

individuals and family carers when failing to recognise and appropriately respond to their multiple, ongoing 

losses and grief responses (marginalised groups are known to be vulnerable to experiencing this 

‘Disenfranchised grief’4). As a result, there are often no organised or available systems to support individuals 

and their family carers specifically with recognising, understanding, and coping with their Chronic Sorrow.   
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THERAPY DOG JOINS CARE COMPANY 

Home Instead Senior Care who support older people 

living at home in and around the North Yorkshire towns 

of Harrogate, Ripon and Thirsk, know only too well the 
benefits of having a therapy dog on their team. 

 

Andrew and Sheena Van Parys, owners of Home 

Instead Senior Care, rescued Ripley, a Border Collie, 

just over a year ago when he was just 12 months old. 
Andrew Van Parys commented;  

“We were thinking of having a therapy or pet dog for 

some time, as we realised that many of our clients 

were dog owners in the past and enjoyed the company 
of dogs, but were no longer able to look after one, 

especially if they had downsized and moved into a 

retirement flat . We also knew that animals can offer 

comfort and help alleviate stress and anxiety”.  

A therapy dog is trained to provide affection and comfort to people, the most important characteristic of a 

therapy dog is its temperament. A good therapy dog must be friendly, patient, gentle and must enjoy human 

contact and be content to be petted and handled sometimes quite roughly.  

Ripley had thorough training for his role to ensure he was suitable to meet people. During training he 

socialised with the office and caregiving team for the first 6 months to ensure he was ready to visit a client 
in their own home. Not only can he take a biscuit very gently from a stranger’s hand but also on the correct 

command he will not touch anything, not even his favourite toy, but sit very quietly and attentively until 

given the next command.  

Andrew added: “Ripley is a real softy; he loves to be petted and stroked, especially on his tummy. He enjoys 
meeting people and provides comfort and affection not only to our clients but also to our office and caregiving 

team. He can handle sudden loud or strange noises and is not frightened by objects such as wheelchairs or 

walking sticks”. 

Ripley goes to the office everyday ready for lots of petting and affection; he is often taken out on visits to 
see clients. He not only lets people stroke him but also really enjoys playing ball games; he will catch a ball 

for hours that has been thrown from someone sitting in a wheelchair. At night he returns home with Andrew 

and Sheena where he gets more tummy rubs and ball games from their 3 young children.  

Research has suggested that interactions with therapy dogs can temporarily increase oxytocin and dopamine 
in the brain; these chemicals are linked with bonding and motivation, while at the same time lowering 

cortisol levels which are associated with stress and anxiety.  

Home Instead Senior Care certainly agrees with this research as they see the effect that Ripley has had on 

those who meet him, as Andrew states; “Ripley brings happiness and lifts everyone’s spirits every day, we 

are very lucky as he has got just the right temperament for the job”. 

Home Instead Senior Care service is tailored to the needs of individual clients and ranges from 

companionship, meal preparation, light housekeeping, post-discharge care, personal care, medication 

reminders, shopping and errands. The service is totally flexible to meet client needs. For more information 

please visit: http://www.homeinstead.co.uk/harrogate 

 

http://www.homeinstead.co.uk/harrogate
http://caretosharemagazine.files.wordpress.com/2013/11/ripley.png
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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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