
Scoping Exercise
FOCUS ON FINANCIAL IMPACTS

INSIGHT CONSULTANTS



Overview

 Over 120 detailed responses

 Approximately 50-50 split: blood transfusion & bleeding disorder patients

 Included infected people, family members/carers & bereaved relatives

 Cut across socio-economic groups: unskilled to professional

 A holistic approach covering:

 Treatment factors (information, advice & support, medical interventions)

 Health factors (physical and mental/emotional)

 Social factors (relationships and wider community)

 Financial factors (loss of earnings, increased costs, unrealised opportunities, 

issues with benefits regimes, short & long-term security).
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Financial Factors

 Loss of earnings

 Giving up good jobs/careers as a direct result of infection

 Increased costs

 Being financially penalised for having an infection & associated needs

 Unrealised opportunities

 Missed education (so reduced earning options), reduced career advancement

 Issues with benefits regimes

 A system not set up to respond to contaminated blood type of needs

 Short & long-term security (lack of)

 Savings, pensions, home ownership, investments, inheritance, etc.

3



Loss of Earnings

Impacts of Infection

 Having to give up work

 Reduced standard of living

 Inability to keep up housing payments (maybe having to downsize)

 Inability to plan for the future

 Inability to fully meet the needs of dependents

 A ‘perfect storm’ of impacts:

 leading to a ‘downward spiral’ away from economic independence

 often towards benefit dependency

 poverty.
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Loss of Earnings

a worked example

 Assume average person has working life = 46 years 

 i.e. start at 19, retire at 65 (some will start/stop earlier, some later)

 Take the mid-point (median) as the years of loss due to infection = 23 years

 some infected people will stop work while still young, others when they are older

 Assume average earnings = £26,500

 the figure for 2014, it was lower in previous years, it will rise in the future

 Assume benefits replace approximately 20% of previous earnings = £5,300

 figures reported by one respondent had benefits covering just 10% of previous wage

 So, losses (in terms of earnings alone) for this example will be:

 (£26,500 - £5,300) x 23 years = £487,600.
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Loss of Earnings

what people said

 Had to give up a job that he loved

 Lost out on nearly 30 years of earning ability

 I was never able to go back to work. I have had severe mobility problems

 Had to move from my flat to a room in a shared flat

 My dad had to sell his house as he was no longer able to work

 When Mum really became poorly and Dad had to leave his job they had 

to rely on benefits which was really difficult and to be honest depressed 

my father quite badly as he had worked for a living since being 15

 Unable to continue in well paid job, went to minimum wage then unable 

to work.
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Increased Costs

Impacts of Infection

 Life insurance premiums elevated (if insurance offered at all)

 Knock-on effect on getting a mortgage (again, if even offered)

 Car insurance is higher for people not in work

 It is assumed there is more use of cars than for working people

 Travel insurance premiums weighted for additional risk

 Again, if even offered, so restricting choice in travel destinations

 Fuel bills

 infected people often report being more sensitive to cold

 Food bills

 Following advice to eat healthier to counter the infection comes at a cost.
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Increased Costs

what people said

 Mum’s heating bills were shocking. Even in summer the heating was 

on. They struggled with money as dad had to stop work to care for 
her. His brother helped them out as did we 3 when we could

 Cannot get Life Assurance/Mortgage

 Eating a healthy snack or as a last resort, taking caffeine tablets for 

a boost

 Seeing an accredited health nutritionist.  Juicing Raw Vegetables.  

Taking quality supplements     BUT NONE OF THESE ARE FINANCED OR 

OFFERED BY THE NHS

 Vitamin D (large doses) Milk thistle Vitamin B12 injections Thyroxin

 Life insurance or lack of means we cannot move to a better house.
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Unrealised Opportunities

Impacts of Infection

 Education curtailed

 Lower levels of final qualification linked to lower earning potential

 Career advancement negatively affected

 Sickness records used in making promotion decisions

 Overtime options limited

 For some this is the difference between getting by and being comfortable

 Self-employment problems

 Actual failed businesses, cannot get ‘key-man’ insurance, too much risk 

 Not having surplus disposable income to invest

 A closed door to growing their personal worth for infected people.
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Unrealised Opportunities

what people said

 Had to tell my boss about my Hep C – Given MENIAL tasks to do in the Office

 Never applied for promotion in civil service as I thought I would die. Cannot 

concentrate for long periods

 Having contracted Hep C from my wife … having seen the effects on my wife, I 
knew my life would, and in fact had already changed

 Hep C changes your life in so many ways, mentally and physically, then there’s 

the Stigma

 I don’t live, I exist

 Care-givers (family relations) also reported that their incomes were impacted on 

severely as they had to reduce hours to provide care to their sick loved ones.
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Issues with Benefit Regimes

Impacts of Infection

 Benefits provide a greatly reduced household income

 Not a lifestyle choice, facing the prospect of never having much

 Lack of familiarity with how ‘the system’ works

 Language used, criteria, access points, so not getting all that is due them

 Sense of ‘going begging’ (benefits and aspects of current support schemes)

 Doing without rather than feeling demeaned

 Good days and bad days

 Blood-borne infections/health issues don’t fit the application process

 Reviews & assessments

 Efforts to reduce claimant numbers pushing infected people toward poverty.
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Issues with Benefit Regimes

what people said

 I have had a lot of trouble with the DWP. Have to attend regular medicals and 
even Tribunal hearings

 Borrow money to put petrol in car to take Mum to hospital appointments. Did 
not receive proper benefits – should have been on high disability but was on 
low. TOLD 2 WEEKS AFTER MUM DIED she should have been on the high rate!

 I don’t know what kind of help is available or who can apply for what

 I felt I was having to beg for assistance. Too many questions, no privacy left

 DWP and ATOS are a DISGRACE. They have no understanding of the daily living 
hell of being made seriously ill by the NHS and then forced to justify entitlement 
to benefits

 ATOS want to send me to work even though I am bed ridden, work that one 
out?

 They always ask about my alcohol intake or drug intake!
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Short & Long-term Security

Impacts of Infection

 Savings

 Loss of interest growth, no ‘nest egg’ (or it is soon used up after infection)

 Pensions

 Prospect of poverty in old age with no clear way to avoid it

 Home ownership

 Possible loss of house due to other financial losses, prospect of renting for life

 Investments

 No income to invest so no prospect of increasing personal wealth

 Inheritance

 Nothing to show for a life or to pass on, so whole family affected even after death.
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Short & Long-term Security

what people said

 The Skipton first stage payment was less than a year’s salary!  I have been out of 
work for more than 30 years! Now after retiral, I am worse-off than ever! This is a 
severe disgrace

 Can’t provide for my future (all savings used up)

 Because we all stayed in one house all debt was taken as one income now just 
my income so in debt and have trouble paying the rent. Can’t pay council tax 
living on bread line

 As unable to get any real life insurance our mortgage was not paid off on the 
death of my husband which means next year I will have to sell our family home 
as mortgage requires to be settled

 The money we received from the DWP was certainly not enough for our family to 
live on, especially with two teenage children hence we ended in quite 
considerable debt after exhausting all our life savings.
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Issues Not Directly Financial

but with financial impacts

 Treatment

 Personally funded additional support costs (e.g. complementary therapies)

 Self-medicating (e.g. with energy-boosting products, a long-term cost)

 Health

 Reduced quality of life (mobility, cognitive function, fatigue, etc)

 These may be ascribed a financial value as a loss/detriment (compensation)

 Social

 Reduced quality of life (relationship issues, pursuing interests, going out, etc)

 These may be ascribed a financial value as a loss/detriment (compensation).
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Relevant Recommendations

 2. Financial recompense for elevated living costs that are 

attributable to HCV infection from contaminated blood, as 

well as loss of potential earnings over the life course must be 

addressed. Recompense arrangements must be fair and 

comprehensive, and should be initiated as soon as possible, 

within the life of the current Scottish Parliament, to reflect the 

extended delays faced by HCV affected people and the 

serious chronic health impacts they have suffered

 3. The financial arrangements that applied in other countries 

should be reviewed as part of the consideration of financial 

recompense in Scotland.
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Relevant Recommendations

 4. Lord Ross’s Expert Group on financial and other support 

should be immediately reviewed and the relevant 

outstanding recommendations implemented. Similarly, the 

relevant outstanding recommendations of the Archer Inquiry 

should be revisited within the Scottish context

 5. Insurance/assurance products and services should be 

made available to people infected by HCV through 

contaminated blood at levels commensurate with those 

enjoyed by the general public, with government intervention 

to ensure this where necessary.
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Relevant Recommendations

 7. Benefits advice (tailored to the specific HCV situation) 

should be facilitated through Health and Social Work 

channels when required or requested

 10. The Skipton Fund and the Caxton Foundation

arrangements should be reviewed including opening 

negotiations to carry out a without prejudice cost/benefits 

analysis to test the feasibility of consolidating services into a 

single separate Scottish arrangement.
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Summary Conclusions (Financial)

 On the matter of financial recompense, HCV infection presents as a 

“double jeopardy”. Living costs go up at the very time when people’s 

capacity to be economically self-sustaining go down

 However, many infected/affected people seem to want to avoid the 

appearance that they might be involved in campaigning just because 

there is the possibility of compensation in the future, or “ex-gratia” payments 

(however derisory these may be). Yet others have unashamedly called for 
fair and realistic compensation for what they claim to be genuine losses 

including their jobs, businesses, homes and savings

 People know that they have been financially disadvantaged, and not by 

their own actions but by the state through one of its key public services

 Affected people know that while money does not bring back full health 

(and certainly not a deceased relative), lack of money is a major issue for 

many HCV infected/affected people, in the most practical terms.
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Scoping Exercise Final Report

 For more quotes from respondents see Chapter 7 (especially 

Section F) as well as Appendix H

 For more detail on insurance, benefits and other payment 

schemes see Chapter 7, Section I

 For expanded descriptions of the Recommendations see 

Chapter 9

 Issue of raising expectations still relevant

 Recommendations accepted

 Reference Group meets aspects of the Recommendations

 Review of progress due March 2016.
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