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What the government must do so that 
people with Parkinson's can survive the 
cost of living crisis

Nowhere near 
enough
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Key findings

To better understand how the cost of living was impacting our community, we ran 
a survey in September and October of 2022 and received over 400 responses from 
people with Parkinson’s and those who support them. 

• Almost two thirds (61%) of survey respondents with Parkinson’s said they are struggling  
to cover costs in general�

• Over three quarters (77%) said they expected they would turn on their heating less frequently, 
come the winter to save on fuel costs�

• A quarter (25%) said they are having fewer meals in order to save money�
• Well over two thirds (70%) felt more socially isolated than they did at the start of 2022� 
• Two in five (40%) say their symptoms have been made worse by their financial situation.
• Gas bills, electricity bills and food were the costs that survey respondents with Parkinson’s  

said are most difficult to manage.

We call on the UK government to urgently boost the UK Energy Bills Support Scheme for 
people with Parkinson’s by an extra £1,200 to cover costs incurred in winter 2022/23, and  
to repeat this payment in 2023/24.
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There are over 40 symptoms of Parkinson’s and these can include freezing, tremor, 
painful muscle cramps, difficulties speaking and swallowing, anxiety, depression, 
dementia and hallucinations. 

About Parkinson’s

145,000 people in the UK are living with Parkinson’s�1 It is the fastest growing neurological condition 
in the world�2 With population growth and ageing, we estimate this will increase by nearly a fifth to 
172,000 by 2030. Parkinson’s not only affects those with the condition but also has a significant 
impact on family, friends and carers� 

While the majority of people develop symptoms after the age of 65, thousands of working age people 
are also affected�3

About Parkinson’s UK
Every hour, two more people are told they have Parkinson's� A neurological condition that gets worse 
over time� There is no cure� Yet� 

Parkinson's UK is here for everyone affected by Parkinson’s� Fighting for fair treatment and better 
services� Making everyone see its real impact�

People with Parkinson’s, scientists and supporters, fundraisers and families, carers and clinicians, all 
working side by side� Impatient for change, we’re taking a stand, speaking out, chipping in, and playing 
our part�
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The UK has been experiencing a cost of living crisis since late 2021.4 From 
early 2022, household fuel and food were the costs that rose most significantly 
(see chart one below). 
 
Chart one: Contributions to CPI inflation 

�

Economic context

While the whole UK population experienced 
these spiralling costs, people with Parkinson’s 
were hit harder than most� 

Parkinson's affects the nervous system, which 
controls body temperature, so people with the 
condition can be more sensitive to heat and cold� 
If someone with Parkinson's is unable to keep 
warm, they can experience debilitating chronic 
limb pain, which can also negatively affect their 
mental health�6 7 

This greater need for warmth costs a household 
that includes someone with Parkinson’s 
more each year� In 2017, the extra annual 
average household energy cost that people 
with Parkinson's had to pay was calculated 

by Sheffield Hallam University8 to be £571� 
As a result of an overall increase in household 
energy specific consumer price index (CPI) since 
2017, that cost escalated to £632 in 2021�9 In 
2022, this figure increased by a further 89% to 
£1,196�10

According to energy market analysts Cornwall 
Insight, household fuel bills are not expected to 
return to pre-pandemic levels before the end of 
the decade�11
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Parkinson's UK cost of living survey 2022

 I earn £1,350 per month (I can’t 
continue to work 31 hours each week)� My 
husband earns between £100 and £400 
per month; this is all we have to live on� 
Everyday I am facing anxiety trying to 
juggle money to pay bills�”
Person with Parkinson’s

 My wife with Parkinson’s is just starting 
with mobility issues affecting her daily life� 
Not everyday, she does work 3 days but 
luckily can work from home� My biggest 
fear at the moment is that we won't be 
able to manage financially.”
Person who supports someone with 
Parkinson’s

Over a third (34%) of the people with Parkinson’s 
who responded to our survey reported not 
having enough money to get by, with energy 
bills and food being the most difficult costs 
to manage� Just short of two thirds (61%) of 
people with Parkinson’s are struggling to cover 
these costs�

Unaffordability of household fuel costs

 I am often cold because we are trying 
to keep costs down� While the 
temperature looks ok, I cannot move, we 
are in the house all day so it is difficult 
keeping warm”
Person with Parkinson’s

 Due to constant sweats and 
dyskinesias (involuntary movements), 
especially during meal times, I have to 
change my clothes frequently due to 
making a mess with meals and drinks�  
The cost of washing and using water is  
far greater for me because of this�”
Person with Parkinson’s

 As we are not using our central heating 
yet, I tend to seize up and my falls are 
increasing as a result�”
Person with Parkinson’s

Three quarters (77%) of people with Parkinson’s 
said they expected to turn on their heating less 
during the winter of 2022-23, in order to save on 
fuel costs� This contrasts with the less than two 
thirds (57%) of the general UK population who 
are finding it harder to afford utility payments 
than in May 2022�12

Being cold has the effect of causing pain in those 
living with Parkinson’s, and leads to difficulty 
walking or standing�13 So, not only is increased 
pain difficult to manage, it also means people 
with Parkinson’s are less able to manage their 
symptoms through exercise�

Unaffordability of food and impact on the 
condition

 I’m already trying to have the heating 
on less and cut down to one cooked meal 
per day�”
Person with Parkinson’s

 My main concern is heating and food 
costs� Food costs are also of concern, in 
particular, where specific dietary 
requirements are needed�”
Person who supports someone with 
Parkinson’s

 Keeping within a food budget is a real 
challenge now� We don't buy as much fruit 
and veg as we used to because we rely on 
online shopping and the cheaper produce 
is often out of stock, so they only offer the 
more expensive items which we just 
cannot afford to buy at such ridiculous 
prices�”
Person who supports someone with 
Parkinson’s
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Our survey found that a quarter (25%) of people 
with Parkinson’s are having fewer meals in order 
to save money� A quarter (25%) of respondents 
also said they were eating less healthy food in 
order to save money� This is very worrying given 
that it’s important that a person with Parkinson’s 
gets all the nutrients they need, as this can help 
reduce symptoms including constipation, muscle 
weakness and fatigue�14 15 

And common symptoms such as muscle rigidity 
and dyskinesia (involuntary movement) can 
burn a lot of energy,16 which necessitates a high 
calorie intake� 

People with Parkinson's are also at risk of 
oxidative stress, which causes cell and tissue 
damage. A good diet – specifically the daily 
consumption of five portions of a variety of fruit 
and vegetable – is critical to minimising this risk �17 

Additionally, those with the condition are at 
increased risk of poorer bone health and are 
often diagnosed with osteoporosis� This is 
compounded by the fact that the absorption of 
protective nutrients like calcium is reduced in 
people with Parkinson’s� And loss of balance and 
falling also affects many people with Parkinson’s� 
All of this means that consuming enough vitamin 
D and calcium is crucial 18  for people with 
Parkinson's� 

Cheaper foods, such as canned vegetables 
and fried food, are associated with more rapid 
progression of Parkinson’s�19

As well as negatively affecting Parkinson’s 
symptoms directly, a poorer diet can also make 
medication less effective� Diet discipline, such 
as following a protein redistribution diet, where 
protein intake is concentrated at certain times 
of the day, can make medications like levodopa 
more effective and control side effects�20

Unaffordability of travel, less social 
interaction, less exercise

 I don't see my friends and family as 
much as I used to do� My home is colder 
due to fuel costs, and these things have 
impacted on my mental health which in 

turn has made my Parkinson's symptoms 
worse�”
Person with Parkinson’s

 Right now l have to travel by taxi when 
attending any appointment which might 
improve my health� Sometimes I have to 
cancel my appointment because I can't 
afford to pay�”
Person with Parkinson’s

 I can't afford visiting the person as often 
as before so she's spending more time by 
herself, getting less active physically�”
Person who supports someone with 
Parkinson’s

Nearly half of the people with Parkinson’s 
who responded to our survey (48%) reported 
socialising less frequently due to their financial 
situation� Well over two thirds (70%) of people 
with Parkinson’s said they felt more socially 
isolated than they did at the beginning of 2022� 
The vast majority (88%) of people who support 
someone with Parkinson’s say that person 
has become more socially isolated since the 
beginning of 2022� 

Both isolation and loneliness are well known to 
be highly damaging to both physical and mental 
health�21

 Less access to wellbeing facilities 
equals less movement�”
Person with Parkinson’s

 I am having to cut back on a lot of 
activities such as exercise classes and gym 
membership and I am not as active as I 
was� I know I could exercise without 
attending classes but the motivation is 
much more difficult.”
Person with Parkinson’s
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Almost a quarter (22%) of people with 
Parkinson’s who responded to our survey said 
their financial situation has meant that they 
attend physical activity sessions less frequently� 
And according to Sport England, almost half of 
the people (48%) they surveyed think the cost 
of living is likely to have a negative impact on 
their ability to be physically active in the future� 
Sport England also found that people from lower 
socioeconomic backgrounds, those living in the 
most deprived places and people with a disability 
or long-term health condition, are most likely to 
agree the cost of living is having a significant 
impact on their ability to be physically active�22

This matters for people with Parkinson's, as being 
active for 2�5 hours a week can help manage 
Parkinson’s symptoms and has a positive impact 
both physically and mentally�23

 Physical exercise can help with 
managing both motor and non motor 
symptoms� In the winter months many 
people with Parkinson's have to rely on 
online exercise classes. However, fuel 
poverty means that many people with 
Parkinson's cannot afford to heat their 
homes to a reasonable temperature, this 
not only restricts movement but 
importantly limits their ability to stay active 
which adversely impacts on their health 
and causes deconditioning�”
Dr David Dexter, Parkinson’s UK Director of 
Research

Impact on symptoms

 Medication takes longer to activate 
when I am stressed� I shake more and my 
coordination is worse�”
Person with Parkinson’s

 I'm struggling with my mental health as 
I have PTSD from military service� I have 
also noticed that my hands and head 
tremors become more intense and 
frequent when I think about my current 
financial status.”
Person with Parkinson’s

Well over a third (40%) of people with 
Parkinson’s told us that their symptoms are 
being made worse by their financial situation. 
When people’s physical symptoms are worsen, 
their mental health is affected too� At any 
given time 40%24 of people with Parkinson’s 
will have depression and up to 31%25 will 
experience anxiety� Just as worsening physical 
symptoms has a negative impact on mental 
health, compromised mental health has have a 
detrimental effect on physical symptoms as well 
as on the effectiveness of medication�

Worsening symptoms leave people with 
Parkinson's feeling isolated, as both mobility and 
motivation are affected� As mentioned above, 
the negative consequences of isolation and 
loneliness are very well documented�26 

 I worry that I won't be able to afford 
heating and food� Worrying that I can't 
afford heating, so I'm not moving around 
because I'm already using a fleece blanket. 
My movements are getting slower, this is 
not good for me”
Person with Parkinson’s

 Worry, stress and anxiety make my 
Parkinson's symptoms worse� My tremor is 
worse, my balance and ability to walk� I 
feel anxious and stressed all the time 
worrying what the future might bring�”
Person with Parkinson’s
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In response to increasing household fuel costs, in May 2022 the then Chancellor 
announced the Cost of Living Payment package, which provided the following 
support:27

• £650 for those receiving means-tested benefits such as, amongst others, Universal Credit  
and Pension Credit.

• £150 for those receiving disability benefits, such as Personal Independence Payment and 
Attendance Allowance�28

• £300 for pensioner households�
• £400 Energy Bills Support Scheme,29 payment for all UK households were granted  

a rebate on their electricity bill�30

Those who qualified for all of these payments and rebates gained £1,500 between May 2022 and 
March 2023. Yet only one of these payments was targeted at disabled people specifically - the £150 
Disability Cost of Living Payment. That payment was only made to people who were receiving a 
disability benefit. And even if a person with Parkinson's received all the Cost of Living Payments 
available in 2022/23, it would have left them with just £300 once they had paid for their extra 
household fuel costs� That £300 would need to stretch to cover the escalating cost of other essentials 
such as food and transport, for a year� 

But this is nowhere near enough� Over half (51%) of the people with Parkinson’s who responded to 
our survey said their benefits are not enough to live on and pay for disability related costs. Less than 
half (43%) agree that the UK government's Cost of Living Payments are enough to meet all daily 
living costs� 

In January 2023, the Government announced another series of Cost of Living Payments to be paid  
from  April 2023: 

• £900 for those receiving means-tested benefits such as, amongst others, Universal Credit and 
Pension Credit.

• £150 for those receiving disability benefits, such as Personal Independence Payment  
and Attendance Allowance�

• £300 for pensioner households�31

By Spring 2024, those eligible for two years' worth of Cost of Living Payments will have received 
£2,850. With the Office for National Statistics reporting UK food prices rising at the fastest rate in over 
40 years and motor fuel prices and rail fares still rising, this is woefully adequate�

 

Cost of Living Payments and Energy Bills 
Support Scheme
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 I have Parkinson’s but wouldn’t qualify for PIP as I am ok for most of the time due to 
medication, but do have several hours a day which are less good� I am surviving on my 
small work pension as at 61 won’t get a state pension for a long time. I wouldn’t be fit 
enough to work and get tired easily� Most of my very limited disposable income is spent 
on exercise classes online with a physiotherapist specialist in Parkinson’s� I get no 
financial support or any other help from anywhere.”
Person with Parkinson’s

Even if the Disability Cost of Living Payment truly reflected the extra cost of living 
with Parkinson’s in a cost of living crisis, not everyone in need will have benefited 
from the payment. This is because not everyone will have been getting a qualifying 
disability benefit.32 

When we spoke to people with Parkinson’s in 2021, half (50%) of people with 
Parkinson’s with experience of benefits and employment support, said the person 
assessing how Parkinson’s affects daily living, didn’t have a good knowledge of the 
condition.33 
In our most recent research, we found that: 

• Less than two in five (38%) of working age 
people living with Parkinson’s are getting 
Personal Independence Payment (PIP), 
Disability Living Allowance (DLA) or Adult 
Disability Payment (ADP)�

• Less than a quarter (22%) of people with 
Parkinson’s of state pension age and over, get 
Attendance Allowance (AA)�

Over a third (38%) of PIP claims made by people 
with Parkinson's since quarter end June 2015 
were initially assessed incorrectly� These cases 
were revised following mandatory reconsideration 
of the decision and the amount awarded to the 
claimant changed� 

This figure is, on average, 10% higher than that 
for the general PIP claimant population (see chart 
two)�34 

Flawed system

Chart two: PIP mandatory reconsiderations resulting in a change of amount 
of benefit

Source: DWP
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Flawed system

Many people with Parkinson's who are incorrectly assessed as being ineligible for PIP will accept that 
decision, unless they receive advice from an expert, such as a Parkinson’s UK adviser�

If those who do not challenge DWP’s initial assessment of their PIP claim are factored in, the proportion 
of people with Parkinson’s who do not get the benefit they are entitled to, first time, will exceed a third 
of applicants by a large margin�

For too many people with Parkinson's, the benefits system isn’t working. This means there are very real 
limitations to relying on the benefit system to identify those most in need of cost of living support, due to 
their disability�

The government has suggested that those who did not receive Cost of Living Payments should seek 
support from their local authority Household Support Fund (HSF). Yet, with HSF eligibility criteria set 
locally, there is no guarantee that people with Parkinson's in need, will be supported�

Tried and tested alternative
We believe that there is an alternative. During the height of the Covid pandemic, the Summary Care 
Records (SCR) database (and devolved equivalents) was used to identify those most at risk of serious 
illness if infected. We believe the UK government should use SCR to identify those diagnosed with 
Parkinson’s and provide them with additional support for their extra household fuel costs via the same 
mechanism used to provide UK households with the £400 fuel rebate�
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While we welcome the support offered to people with Parkinson’s, we know it is 
nowhere near enough. Not only are the amounts offered inadequate, too many 
people with Parkinson's simply have not qualified for any of the Cost of Living 
Payments. 
The cost of living crisis and the government's inadequate support for people with Parkinson's is 
damaging the health of our community� Without adequate support, people with Parkinson's are 
experiencing worsening physical and mental health� 

Not only do worsening symptoms damage the quality of life experienced by people with Parkinson's, 
it costs the health service in increased treatment costs� And it costs the government in lost income tax 
revenue, as people with Parkinson's become less able to work� 

People with Parkinson’s are living in fear of how they will manage the cost of living and their condition� 
The government must take urgent action to address this� 

Conclusion and recommendations

 At the moment because I’m still working we can manage these bills� I do now  
start to wonder how we will, as my symptoms worsen, and I know I will have to 
stop working�”
Person with Parkinson’s

Parkinson's UK 
April 2023

We call on the UK Government to:  
• identify people with Parkinson’s via the SCR and devolved equivalents 
• boost financial support provided to people with Parkinson’s by £1,200 for the years 2022/23           
   and 2023/24, using the Energy Bills Support Scheme mechanism.
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We are Parkinson’s UK.  
Powered by people. 
Funded by you. 
Improving life for everyone  
affected by Parkinson’s. 
Together we’ll find a cure.

Parkinson’s UK is the operating name of the Parkinson’s Disease Society of the United Kingdom�  
A charity registered in England and Wales (258197) and in Scotland (SC037554). © Parkinson’s UK 4/23 (CS3907)

Free confidential helpline 0808 800 0303 
Monday to Friday 9am to 6pm, Saturday 10am to 2pm 
(interpreting available) 
NGT relay 18001 0808 800 0303 
(for textphone users only) 
hello@parkinsons.org.uk 
parkinsons.org.uk

Parkinson’s UK, 215 Vauxhall Bridge Road, London SW1V 1EJ


