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Introduction

• This is a summary of work in progress on developing 
the evidence base on self care support 

• Research trials predominantly show +ve outcomes,         
but sometimes there are unclear, neutral or -ve results

• This pack provides some examples of best results, 
and a few examples of what may appear to be neutral 
or negative results

• Longer paper in due course to explain the results

• Some examples of pilots being implemented



Best results examples
• health and other outcomes

– increase in life expectancy
– better control over symptoms
– reduction in pain, anxiety and depression levels
– improvement in quality of life with greater independence
– days off work can reduce by 50%
– increase in social capital (more trainers, active citizens)

• implications for the care system
– improved quality of consultations 
– visits to GPs can reduce by 40 to 69% 
– hospital admissions can reduce by up to 50%
– hospital LOS can reduce 
– number of days in hospital may decrease by up to 80%
– outpatient visits can reduce by 17 to 77%
– A&E visits can reduce significantly 
– medication intake, e.g. steroids, reduced
– medicine utilisation is improved by 30%



Contents of the Pack

• Findings of general public surveys on self care

• Impact of self care support                                  
by types of interventions

• Impact of self care support by health conditions

• The economic case

• Ongoing and planned research
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The public say they are active self carers

• 77% say they lead a healthy lifestyle

• 87% say they often treat minor ailment 
themselves

• 64% of those who have recently been in 
hospital say they often monitor their acute 
illness following discharge

• 82% of those who have a long term health 
condition, say they play an active role in 
caring for their condition themselves

Source: DH/MORI survey (2005) “Public views on self care”



F THE 8760 H URS IN NE YEAR …

H UR BY H UR CARE F DIABETES



People want to do more self care
• More than 9 in 10 people were interested in 

being more active self carers

• > 75% said if they had guidance/support from  
a professional or peer they would feel far more 
confident about taking care of their own health

• More than half of people who had seen a care 
professional in previous 6 months said they 
had not often been encouraged to do self care

• A third said they had never been encouraged 
by the professionals to do self care

Source: DH/MORI survey (2005) “Public views on self care”



There is major potential for 
professionals to support self care

– 39% of GP time is spent dealing with patients 
suffering from self treatable minor ailments

– 75% of A&E attendances are for minor cases

Supporting self care can help professionals 
use their skills to best effect
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Research and Evaluation

Components of the self care support jigsaw*

*DH research 2001-02



Self care plans: examples of best results

• reduction in visits to doctors 

• decrease in use of medicines

Charlton et al (1990)

• 67% decrease in GP consultations

• significant reduction in nights woken

• significant reduction  in days on steroids,  
reliever inhalers, and nebuliser use

Gillies et al (1996)

OutcomesStudy



Self care skills training and education: 
examples of best results

• improved heath status
• improved self efficacy

Grossel E et al (2000)

• improvement in disability due to headache
• reduction in OTC medicines

Mannix et al (1999)

• 24% reduction in visits to doctors
• 50% reduction in hospitalisation
• 12:1 savings:cost ratio

Montgomery et al (1994)

• significant improvement in duration of 
sleep, number of awakenings, quality of 
sleep, feeling of having rested well

Oosterhuis & Klip (1997)

• 31% reduction in visits to doctorsVickery et al (1988)

• 40% reduction in GP visits
• 9:1 benefit:cost ratio

Fries J et al (1998)

• 69% reduction in GP visits Choy et al (1999)
OutcomesStudy



• home infusion leads to 76% decrease in 
outpatient visits

• 80% reduction in days in hospital

Levine PH (1973)

• 74% using ‘Think Positive Asthma System’ 
including personalised self care plan found 
improvement in their ability to self care

Ryan D et al (2005).

• 30% increase in medicine intakeRyan P et al (2003)
• DiaBetNet interactive game for teenagersTimpka T et al (2004)

• number of people with good control over 
their condition quadrupled due to use of 
Medixine diabetes self monitoring

Farmer AJ et al 
(2005a&b)

• 32% reduction in inpatient admissions
• 34% in emergency admissions
• 44% in post discharge visits
• 49% in outpatient visits

Cherry J T et al (2002)
OutcomesStudy

Self care tools, devices and equipment: 
examples of best results



•

Self care tools, devices and equipment: 
examples of best results

70% reduction in repeat falls 
• 83% reduction in hospital bed days.

Tameside Council study on WristCare,    
a wrist-worn alarming device

• substantial reduction of morbidity and mortality wrt diabetesTavris D et al (2004).

• 95% of the PCTS found the pack effective in engaging front line staff
• 98% of health professionals said found pack useful for motivating people to 

take more exercise
• 93% of people said that having a step-o-meter increased their daily 

walking by an average of 1500 steps

Walking the Way to Health: WHI 
Newsletter Issue 16, 2004. University 
College Worcester.

• significant decrease in bed days
• emergency visits and A1C levels
• Veterion Monitor also found to improve the patients’ cognitive status, 

medicine compliance, and the stability of their long term condition
• health care costs decreased by 58%

Noel HD et al (2004)

• pedometers are highly effective in increasing general levels of self care 
among users

Jarrett HD et al (2004)

• reduction in readmission rate by 84% 
• significantly fewer emergency visits

Jerant AA et al (2001)

• children using Health Buddy were significantly less likely to have any 
limitation in activity as a result of their asthma and significantly less likely 
to make urgent calls to hospital

Guendelman S et al (2002)

• up to 95% of people wish to continue using the self monitoring device
• GP satisfaction is also high at 89%

Celler BN et al (2002 a&b), (2003 a&b)

OutcomesStudy



•

Self care support networks: 
examples of best results

better diabetes knowledge, quality of life and depression scales
• less stress
• greater family involvement
• better glycemic control

Gilden JL et al  (1992)

• participants in the bulletin board group made significantly fewer 
telephone calls and visits to health care clinics than participants in the 
face-to-face group

Alemi F et al (1996)

• more positive outlook on life
• greater satisfaction with medical care
• reduced psychosomatic symptoms
• increased sense of mastery
• increased self esteem
• reduced feelings of shame and estrangement

Hinrichsen GA et al (1985)

• reduction in hospitalisation
• half of the group had been hospitalised before joining where as only 7% 

of recent members were hospitalised since joining

Galanter M (1988)

• peer led weight-loss groups in Norway; average loss of 14 to 15 pounds 
weight

Grimsmo A et al (1981)

• reduction in re-hospitalisation
• shorter LOS in hospital (7 days vs 25 days)
• reduction in use of MH services

Edmunson ED et al (1982)

• decrease in  depression and other psychological problemsBecu M et al (1993)

OutcomesStudy



•

Self care support networks: 
examples of best results

decrease in psychological symptoms and psychosocial interferences from 
the disease

Nash KB and KD Kramer (1993)

• peer led  self care style meeting and a weekend recreational activity     
led to significant reduction in relapse into addiction; increase in              
re-employment and reduced criminal behaviour

McAuliffe, WE (1990)

• participants visited their infants in the hospital significantly more often, 
and touched, and talked to their infants more often during visits

Minde K  et al (1980)

• improvement in knowledge of cancer, ability to talk with others, family life, 
friendships, coping with disease, and following doctors' instructions

Maisiak R et al (1981)

• 82% reported coping better
• 49% reduction in hospital admission

Kurtz LF (1988)

• achievement of desired goals
• improvement in mental health indices, such as nervousness and 

depression

Liberman MN  & NG Bliwise  (1985)

• peer led group half as costly as the professional led groupPeterson G et al (1985)

• increase in perceived personal strength
• changes in life philosophy
• improved interpersonal relations
• decrease in depression 
• decrease in substance use

Kingree JB et al (2000)

• fewer outpatient continuing care visits
• significantly less inpatient care
• 64% lower costs

Humphreys K & R Moos (2001)

OutcomesStudy



•

Self care support networks: 
examples of best results

increase in abstinence from alcohol usePisani VD et al  (1993)

• significant increases in the size of support network
• increase in knowledge of community resources
• improvement in interpersonal skills and ability to deal with the problems 

of care giving
• improvement in relationships with care receivers
• decrease in pressing psychological problems

Toseland RW et al (1989)

• There are 17,000 health related websites in the world. Medline, a US 
government database of 11 million biomedical abstracts receives 120 
million searches a year by the public.  An estimated 60 million 
Americans (25%) get online health information; of these 41% say they 
use the information to make important health decisions

• parents know more about diseases than health care providers

• parents  want to be partners

Solovitch S (2001)

• support group participants lived twice as long as controls starting from 
the time of receiving support (an average of 18 months longer)

Spiegel D et al (1989)

• decrease in glycated haemoglobin levels 

• increase in knowledge about diabetes

Simmons D (1992)

• no more anxiety about their health
• lowest levels of worry and highest levels of satisfaction with their health 

and life
• study recommends longer term involvement for best benefits

Raiff NR (1984)

OutcomesStudy



Further evidence on support networks**
• Patients no longer want information provided only by medical 

professionals;  people find that exchange of experiences with other 
patients and ex-patients is the most reassuring and efficient way of 
getting support 

• Communication and information technology provides opportunities to 
build community networks and helps individuals make self care decisions 
on issues relating to day to day lives

• Parenting websites like Netmums operate as an online community, with 
275,000 users providing advice to prospective and current parents

• Mumsnet online site provides parenting information, along with reviews of 
products and services and claims around 10,000 posts and comments on 
an average day

• Patient Opinion  enables people to share their experiences of healthcare, 
ranging from the temperature of the food served, to the professionalism of 
the nursing staff. This, in turn, provides independent feedback to the NHS 
and helps patients identify the ‘best’ healthcare providers for their specific 
needs, thereby empowering patient choice while helping to improve the 
NHS (www.patientopinion.org.uk)



Further evidence on support networks**
• Jooly’s Joint online support network of over 10,000 people 

with Multiple Sclerosis  provides a platform across the 
world for personalised reassurance and help in coping
(www.joolysjoint.com)

• Ed Mayo, Chief Executive of the National Consumer Council 
: “The rise of the online communities is the story of our day. 
Information is what holds people together….”

• Tom Steinberg, founder and Director of mySociety : “… We 
are now at the start of a new era, where Government starts 
to learn how to support citizens' own ways of making, 
finding and re–using information online.”

**from an independent review by Ed Mayo and Tom Steinberg –
report commissioned by Cabinet Office Minister Hilary Armstrong
http://www.cabinetoffice.gov.uk/newsroom/news_releases/2007/
stories/070607_power_information.asp
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Growing evidence on self care for specific conditions
Various health conditions covered (see full research paper at www.dh.gov.uk/selfcare)

• Addiction
• Alzheimer’s
• Asthma
• Behavioural disorder
• Bereavement 
• Bi-polar disorder
• Breastfeeding 
• Bronchiectasis 
• Cancer
• Childbirth
• Chronic fatigue syndrome
• Claudication 
• Constipation 
• CHD
• COPD
• Cystic fibrosis



Growing evidence on self care for specific conditions
Various health conditions covered (see full research paper at www.dh.gov.uk/selfcare)

• CHD
• COPD
• Cystic fibrosis 
• Depression 
• Dermatological condition
• Diabetes
• Eating disorder
• Elderly
• Epilepsy
• Fibromyalgia
• HIV / AIDS
• Incontinence 
• Insomnia
• Mental health 
• Minor ailments
• MS 



Growing evidence on self care for specific conditions
Various health conditions covered (see full research paper at www.dh.gov.uk/selfcare)

• Obesity 
• Pain 
• Panic disorder 
• Parkinson’s 
• Rheumatoid arthritis
• Schizophrenia 
• Sickle cell disease
• Stopping smoking
• Social phobia
• Somatisation disorder
• Spinal cord injury 
• Stroke 
• Weight loss 
• Co-morbidities and generic interventions
• General health promotion



Condition specific interventions led by lay experts and/or professionals
Growing evidence: some examples of impact of self care support

Bullet points marked in red show negative impact;
those in blue show positive impact



Condition specific interventions led by lay experts and/or professionals
Growing evidence: some examples of impact of self care support

Bullet points marked in red show negative or no impact;
those in blue show positive impact
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Condition specific interventions led by lay experts and/or professionals
Growing evidence: some examples of impact of self care support

Bullet points marked in red show uncertain impact;
those in blue show positive impact



Condition specific interventions led by lay experts and/or professionals
Growing evidence: some examples of impact of self care support

Bullet points in blue show positive impact
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Few studies highlighting 
cost-effectiveness (c-e) and/or benefit:cost ratio

c-eEPPKennedy AP et al (2007)

9:1Self care bookMoore J et al (1980)

3:1 Minor illnessVickery et al (1983)
c-eDepressionVon Korff M et al (1998)

2:1 Medicare population Vickery et al (1988)

9:1High risk groups Fries J et al (1998) 

22:1LTCGrossel E (2000)

c-eIBDKennedy AP et al (2004)

5:1Retiree health promotionLeigh P et al (1992) 

Insomnia

Parkinson’s 

Depression

Condition / intervention

c-eLiu CF (2003)

1.05:1Oosterhuis (1997)

12:1Montgomery et al (1994) 

RatioStudy



Cost and benefits of supporting self care
(see also Wanless Report)

Weighted average cost per user = £100

Corresponding benefit = £200 (through savings from reduction in use of services etc)

Additional benefits include: 
• better communication between patients/users and professionals
• better use of information 
• reduction in pain 
• reduction in disabilities 
• increase in self confidence 
• reduction in anxiety and depression 
• reduction in days off work 
• improvement in quality of life 
• increase in life expectancy 
• increase in social capital .
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Self care skills training programmes research 

• EPP Online
• DAFNE for Type 1 diabetes
• DESMOND for Type 2 diabetes
• Persistent Pain Programme
• Staying well with asthma
• Challenging arthritis
• Caring for people with HIV AIDS
• Looking After Me (programme for carers)
• Supporting Parents Programme
• Self care skills training for children & young



Emerging Evaluation & Monitoring

• Evaluation of NHS Direct family (SCHARR)

• Expert Patients Programme RCT,   
qualitative and economic studies  
(NPCRDCs – York and Manchester)

• WiPP Self Care Support for People and    
Self Care Training for Professionals     
(Leeds Met)



Expert Patients Programme RCT findings:
• significantly greater self efficacy
• significantly greater energy levels
• significantly greater health related quality of life
• 50% reduction in use of hospital services
• reduction in costs: 70% probability that EPP is      

cost-effective
• EPP a useful addition to current services in the care of 

people with long term conditions

Expert Patients Programme Internal Monitoring findings: 
• significant increase in confidence levels that they would 

not let the symptom interfere with their lives 
• significant decrease in perceived intensity of symptoms 
• 7 % reduction in GP consultations
• 10% reduction in outpatient visits 
• 16% reduction in A&E attendances 



Emerging data from Internal Monitoring
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Working in Partnership Programme pilots

Self care support for people (results 2008)
•Airedale PCT
•South Tyneside PCT
•Oldham PCT



Working in Partnership Programme pilots

Training for Professionals (results 2008)
•Airedale PCT
•Central Cheshire PCT
•Lambeth PCT



Care of People with Long Term Conditions research
• 'Life Checks' pilots for people at key life stages  
• Self care support in case management of intensive users 

and people with complex co-morbidities
• Future research on Expert Patients Programme as 

courses per year increase from 12,000 to 100,000
• 16 pilots of the Integrated Service Improvement 

Programme (ISIP) which will help  transform clinical 
services around the patient.
Examples of pilots:
1. In Calderdale and Huddersfield, provide enhaced support for self

care for people with rheumatoid arthritis 
2. In Central Nottinghamshire, delivering a community based approach 

for people with diabetes including structured self care skills training 
and improved communication links

3. In Tower Hamlets, delivering self care skills training for people with 
long term conditions and their carers

See www.isip.nhs.uk



Copying letters an effective way of keeping patients 
up to date for enhanced self care (research on 12 pilots)

• Bolton Patients Council for Mental Health Service Users
• George Elliot Hospital NHS Trust – introducing the Infoflex system 

which has ability to generate clinical letters for cancer patients 
• A study of patient’s views in the anxiety clinic at Birmingham Dental 

Hospital
• Copying letters to dementia patients and their carers from ethnic 

minorities in Wolverhampton
• Great Ormond Street Hospital – for Children and Carers of Children
• Gulson Hospital – for Children and Carers of Children
• Wolverhampton PCT – for Carers of Children with Learning Disability
• Ealing PCT and Ealing Hospital Trust – for non-English speaking 

patients
• Street Lane GP Practice
• Bury Knowle Health Centre and the Department of Public Health –

Letters Online



Information Prescriptions an effective way of providing 
self care information (research on 20 pilots 2008 onwards)

• 20 pilot sites for people with long term care needs 

• Focusing on a diverse range of long term conditions 

• Pilots to identify sources that people should be signposted to

• Generate a template to determine how a personalised 
information prescription is created for a specific care pathway 

• Establishing directories of content  

• Determine how patients can choose what is best for them 

• Ensure that the process is inclusive 

• Pilots based in a range of health and social care 
organisations: PCTs, hospitals, MH trusts, LAs, GP surgeries 
and the voluntary and community sector 



Information Prescriptions an effective way of providing 
self care information (research on 20 pilots 2008 onwards)
1. County Durham PCT Macmillan Cancer Information and Support Centre 
2. University Hospitals Birmingham NHS Foundation Trust
3. Mid Trent Cancer Network Nottingham
4. Royal Marsden NHS Foundation Trust 
5. Doncaster PCT 
6. South Staffordshire healthcare NHS foundation trust 
7. Cambridgeshire and Peterborough Mental Health Partnership NHS Trust 
8. Suffolk County Council 
9. Isle of Wight Council 
10. Heart of England NHS Foundation Trust
11. Diabetes UK and Hammersmith and Fulham PCT 
12. Manchester City Council and Manchester PCT 
13. Northumbria Healthcare NHS Foundation Trust and Parkinson's Disease Society 
14. RNIB and Yorkshire and the Humber Strategic Health Authority
15. Oxfordshire County Council working with Oxford Centre for Deaf and Hard of Hearing 
16. Leeds Mental Health Trust 
17. Evelina Childrens Hospital
18. Oxleas NHS foundation trust 
19. Darlington PCT 
20. South Essex Partnership NHS Foundation Trust 



Whole System Demonstrator Programme

• Assistive technology, telehealth and telecare
to support self care for people with complex 
health and social care needs      

• Improve care for frail older people

• Inform people fully about their condition so 
they are better able to care for it 

• Provide health and social care commissioners 
with the right incentives to deliver better care 
for those with complex needs



Whole System Demonstrator Programme
• 3 Demonstrator sites: Newham, Kent and Cornwall 

• Collectively serve a resident population of 1 million 

• Variety of demographic and geographical contexts 

• Run for a minimum of two years 

• Subject to rigorous real time evaluation process

• On a scale significantly greater than anything undertaken in  
England, with over 7000 telecare/telehealth installations over 
the 2 year period across the three sites

• Focuss on two user groups
People of any age who are at risk of hospital admission due to at 
least one of the following conditions: CHD, COPD or type II diabetes
Frail older people at risk of hospital admission, who have complex  
health and social care needs



NHS SDO RESEARCH: results 2009 
1. Evaluating self care support for children and young 

people with long term conditions                                
(School of Nursing, Midwifery and Social Work) 

2. Self care support for older adults: availability, impact 
and potential of locally based services and resources  
(Picker Institute)

3. Understanding the barriers and facilitators of effective 
implementation of self care support in MH Trusts                
(St George's, University of London)

4. Self Care Support within Case Management                 
(Personal Social Services Research Unit) 

5. Role of commissioning in supporting self care 
(University of Birmingham)



Self care research and references at www.dh.gov.uk/selfcare

http://www.dh.gov.uk/selfcare


WISH LIST
there are other areas 

where we need more evidence:
see areas marked in red in the next 3 slides… 



Barriers, obstacles and risks
Professionals 

sometimes unwilling 
to  empower and 
enable patients

Gaps in
professional            

skills and          
education

Multi-format 
information 
not always 
available Little 

longitudinal 
research 
available

Self care 
support  

resource not 
integrated

Lack of 
universal 
access to 
self care 

support such 
as IT

Resource 
constraint

Concern 
over  
risks

Self care may be 
seen as a form of 

rationing
Measurement 

of NHS 
performance  
focused on 

conventional 
services and 

concept

User friendly 
equipment not 

always 
available 

Professional 
worry about  

demand 
stimulation

Usefulness of 
peer support 

not sufficiently 
recognised



Areas requiring further research 

Self Care Support Networks 
and Social Capital Focus



Further research required on 
Self Care Support Networks

which are likely to be useful at various levels

Peers, Volunteers, Expert Patients,
Carers, Community Champions



ANOTHER WISH LIST??



Self Care Support:  the next decade?

2007 2011 2016

Creation of 
GPs with 
specialist 
interest in 
self care 

support ?

1 millionth 
WiPP Self Carer 

and/or 
Expert Patient?

Evidence base 
established, MORI           
follow up surveys          

SR funding for 
longitudinal and 

other            
policy-relevant

research??

Self care 
support in 

core curricula 
for all clinical 

training?

Wanless “fully 
engaged “ 
scenario  
realised?

Royal College of 
Co-productive 

Health founded? 

Everyone to 
routinely 

receive self 
care support 

through 
networksQuality and 

Outcomes 
Framework 

for 
self  care?



Final contribution to the 
growing work on Self Care Support

This  is  likely   to  be  my  final  contribution
to  the  growing  work  on  self care support
in  the  NHS,  social  care  and  DH  before
moving   on   to   other   areas   of   work.



Recap: some of my contributions to developing 
Self Care Support in NHS and wider world

2002
Contributed to 
the Wanless 

Report
putting self care 

at the heart of      
“fully engaged” 

scenario 

1996 2001 2006

1998-99  
Worked 

on launch 
of NHS 
Direct;

started work 
on EPP

2000
Introduced in 
the NHS Plan

self care as one 
of the five key 

building blocks 
of the NHS

1996-97
In DH wrote 
“Foresight 
in Health” 

which included 
self care support 
& skills training;  
also worked on 
national phone 
line 0845 46 47

2001
Expert 

Patients 
Programme 
launched on 

9/11 

before 1995
Worked on 
integrated 

rural dev and 
health care 

(care of  
people with 

leprosy, 
elderly care,

etc)  in 
developing 
countries

2002-03
Designed the 

implemen-
tation of EPP 

and its
internal 

monitoring

2004
Designed the 
concept and 
implemen-

tation  
of WiPP 
projects 

supporting 
self care

2004
Wrote the proposal 
and successfully 

bid for ~£1m of the 
new GMS contract 

moneys for         
self care projects

2005
Published 

“Self Care –
A Real 

Choice”
and launched 

self care 
website 

2006
Contributed to 
“…Our Care…”

White Paper 
and  

“Supporting 
people with 
long term 

conditions to 
self care”

<1995



Thank 
you

Ayesha Dost

077 89 653 153

ayesha.dost@dh.gsi.gov.uk

Send your comments to 
selfcare@dh.gsi.gov.uk

mailto:selfcare@dh.gsi.gov.uk
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