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keeping the flame burning



1. “Old” is never an acceptable explanation 

2. Prevention and ‘Old Age’ do belong in the 
same sentence 

3. Not all ‘Alzheimer’s Disease’ is Alzheimer’s 
Disease 

4. Loss of interest in life is not normal at any age 

5. Rehabilitation is not only for the young 

6. Preoccupation with safety can be risky 

7. Your parents and you are the experts 

8. The labels must go

Terry Lynch’s 8 Rules for Keeping the Flame Burning



Self-directed support is 
one means for keeping 

that flame burning





Self-directed support is 
spreading round the world





• People with physical disabilities in the USA in 
1960s first began campaigning for independent 
living and self-directed support. 

• Over the past 50 years self-directed support has 
spread around the world, benefiting different 
groups, in different places. 

• Although this movement is disguised by the 
complexity of our systems and differences in 
language and jargon. 





• Self-directed support began for people with 
intellectual disabilities in Canada in 1970s. 

• Germany uses self-directed support for the 
majority of its support for older people. France, 
Spain and Italy and other southern European 
countries have systems of family-based financial 
assistance. 

• In the Scandinavian countries, the USA, UK and in 
Australia self-directed support has only just 
started to impact on older people’s services.



Why?



• Different assumptions about role of families? 

• More developed service systems for social care in 
‘Northern’ welfare states? 

• Weaker advocacy structures for older people? 

• Accidental issues of leadership?



Now self-directed 
support is being extend 

to older citizens…



But the most 
important 
thing to 
remember - 
self-directed 
support is 
NOT about 
shopping



Origin of “Consumer” early 15c., "one who 
squanders or wastes," agent noun from consume. 
In economic sense, "one who uses up goods or 
articles" (opposite of producer) from 1745.

Origin of “Care” Old English caru (noun), carian 
(verb), of Germanic origin; related to Old High 
German chara 'grief, lament', charon 'grieve', and 
Old Norse kǫr 'sickbed'.

Consumer Direct Care may not be 
the best terminology…

http://dictionary.reference.com/browse/consume


• Evidence for effectiveness and efficiency is 
growing 

• Scope is extending far beyond people with 
physical disabilities - now many different groups, 
not just social care, but also healthcare and 
education 

• Power of self-directed support depends on how it 
is implemented



One of the biggest traps is 
to focus too much on the 
money. What is really 
going on…







This NOT about buying services, it’s about… 

• Building on our passions, capacities and interests 

• Connecting with family, friends and peers 

• Joining in and contributing to the community

• Engaging with the human spirit





“One lady banks her hours in order that she can have respite at home 
rather than going to residential which she is frightened of so her 
husband can have a week away with his son. Her support changes 
from 4 calls a day to a temporary live-in service.”

“When a gentleman suddenly became 'end of life' care he requested 
sleep-ins as he was frightened; the provider reorganised his hours to 
accommodate this that same night.”

“A lady went to Wales on holiday and the provider purchased support 
on her behalf from a local agency in Wales.”

“One gentleman has a fluctuating condition and changes the times 
and staff he wants on a weekly basis to suit his changing needs.”

“This organisation also work with a number of individuals who use their 
staff and sub-contracted self-employed PAs mixed. Provider staff for 
personal care and PAs for companionship and social outings.”



• Flexibility is essential progress 

• People are looking for a real partnership - not a 
service 

• The best solutions enhance the person’s real 
wealth

• The starting point for change can be anywhere - 
peer support, social work, service provision, 
community organisations



Think about the different 
ways change can happen



• Coercion - imprisonment, section, placement - no say 

• Consent - patient - yes or no 

• Choice - service user, consumer or customer - A or B or C 

• Control - citizen and family - let’s try this… 

• Cooperation - community - let’s build this…



Ultimately it’s about citizenship…

…not just helping people to be citizens - but 
actually behaving like citizens in our work, in our 

lives and in our support for each other.



This is not just about using budgets 
differently - it’s about a new kind of 
creative partnership between the 
person, their family and professionals.



But how do we change?





Going forward we 
should be guided 
by three key ideas: 

1. real wealth 
2. citizenship 
3. personalised 

support



Our real wealth 
is all the different 
ways we are able 
to be strong and 
to build a life of 
meaning for 
ourselves with 
those we love 
and who love us. 





This does not mean 
depriving people of 
necessary funding…



• Dangers of means-testing for income 

• Danger of means-testing for love - only providing 
support when love breaks down - a dangerous 
crisis inducing approach 

• Clarifying budgets ‘upfront’ is useful precisely 
because it can help support real wealth and 
encourage greater creativity



The purpose is citizenship





1. Purpose - a life of meaning and value 

2. Freedom - the ability to control my life 

3. Money - enough to ensure independence 

4. Home - a safe and secure place of my own 

5. Help - support that connects me to others 

6. Life - joining in and contributing 

7. Love - a life with friends and family

Citizenship means having



True citizenship is the 
opposite of institutional living





What is wrong with institutions?

1. Devalued lives - your role is defined for you 

2. No freedom or control - routines define your life 

3. Impoverishment - your economic power is nullified 

4. Sheltered, but homeless - minimal privacy & security 

5. ‘Care’ - an object of other people’s actions 

6. Lifeless - unable to recognise or respect your gifts 

7. Loveless - sterile, isolating and abusive

Institutions mean



This is not about buildings… 
it’s about power and 

relationships



For service 
providers the goal 
must be to become 
the kind of partner 
who can help 
people live a life of 
citizenship. What 
this takes is the 
ability to offer 
personalised 
support.



Individualise everything…



This also means 
being set up 
with the right 
systems to 
make flexibility, 
creativity and 
personalisation 
actually 
possible.









Older, more 
traditional 
organisations 
can also 
transform 
themselves to 
start providing 
personalised 
support.

















www.cforwr.org

http://bit.ly/Personalised-Support-Survey-2016

http://www.cforwr.org
http://bit.ly/Personalised-Support-Survey-2016

