Understanding the Gap:
How research can help us address
health inequalities in Scotland

1 June 2016

Twitter #UnderstandingtheGap @OUScotland @VHSComms



The Open
University

vhs™ ©

The Biology of Inequality:

Understanding the biological

pathways linking social and
economic circumstances and health

1 June 2016

Scotland

Twitter #UnderstandingtheGap @OUScotland @VHSComms



The Biology of

Inequality

Tony Robertson
1st June 2016
VHS Conference, Stirling

UNIVERSITY of
STIRLING '“’ @tonyrobertson82




SEP Pathways
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GENDER
ETHNICITY

SEP

- Education
- Income
- Occupation

GENES

( ENVIRONMENTAL \

RESOURCES
& CONSTRAINTS
- Neighbourhood
- Social capital
- Work
- Family
- Housing
- Social support

- Discrimination j

( PSYCHOLOGICAL
INFLUENCES
- Stress
- Resilience / Coping
- Negative affect
- Lack of control
- Negative expectations
- Perceived discrimination

-1Q

k - Abuse

ENVIRONMENTAL
EXPOSURES
- Carcinogens
- Pathogens
- Oxidants

A

BEHAVIOURS
- Smoking
- Alcohol
- Drugs
- Diet
- Physical activity

Y

DAMAGE
- Telomere length
- Oxidative stress
- DNA methylation
- Allostatic Load 2° indicators
e.g. blood pressure, WHR,
cholesterol

CNS & ENDOCRINE
RESPONSES
- Allostatic Load 1° indicators
e.g. hormones

DISEASE
CVDs
Cancers
Diabetes
COPD




Common Biological
Pathways
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Common Biological
Pathways

- Biological Ageing
- Allostatic Load

- Epigenetics




Biological Ageing

- Biological Ageing: the incremental,

u
P

niversal and intrinsic degeneration of
nysical and cognitive functioning and the
pility of the body to meet the physiological
emands that occur with increasing

a
d
C

nronological age

 Chronological Ageing: increase in age in

N

umber of years which occurs at a constant

rate in all individuals




. Telomeres

2 2 3. A N
6 hJOb.‘OIP'IO.W.mM

ye Coh LLLARLEAAAARLARS
e ALSARAANAA AN aAAAALAY

N\ u.f.orwc..rw o
4R N9N4Y

RA S AN\

. TR
2 A Al




I
Telomeres &

 The progressive nature of telomere length
shortening has made it an appealing, widely
utilised measure of an individual’s biological

age, where it is hypothesized to act as a
molecular clock

« Has been shown to be associated with
mortality and key age-related diseases




Biomarker of Ageing?
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Stress X Telomere

Length
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Contemporary SEP

Author, Study
(Reference)

Harris, 2006 (39)
Harris, 2010 (22)
Adams, 2007 (21)
Mather, 2010 (45) - 60+
Mather, 2010 (45) - 40+

Woo, 2009 (20) - women

Steptoe, 2011 (52)

Zheng, 2010 (34) - RPCI

Shiels, 2011 (51)
Cherkas, 2006 (18)
Woo, 2009 (20) - men
Parks, 2011 (50)

Age Sample
Range Size
78-79 40
68-70 188
50 45
64-70 211
44-49 290
>64 634
53-76 267
43-69 289
35-64 370
18-75 457
>64 596
35-74 608

Overall (Q=28.3, i-squared=61.1%, P=0.003)
2,00

Higher SES:

Shorter TL

Higher SES:
Longer TL

SMD (95% ClI)

-0.617 (-1.801, 0.567)
0.286 (-0.528, 1.099)
-0.054 (-0.674, 0.566)
0.086 (-0.301, 0.472)
- )
- )
- )

(
(
(
(
-0.188 (-0.542, 0.166
0.219 (-0.032, 0.469
0.038 (-0.205, 0.281
0.308 (0.076, 0.540)
(-0.088, 0.320)
(0.078, 0.461)
(0.116, 0.497)
(-0.379, -0.035)
(-0.027, 0.236)

0.116
0.269
0.307
-0.207
0.104

2.00

Robertson et al. (2013) Epidemiologic Reviews , 35(1); 98-111



EC

Education

Author, Year Age Sample
(Reference) Range Size

Houben, 2011 (42) 73-91 192
Steptoe, 2011 (52) 53-76 221
Zheng, 2010 (34) - RPCI  43-69 328
Honig, 2006 (40) 66-103 257
Lee, 2011 (44) 18-90 257
Hou, 2009 (41) 21-79 272
Mather, 2010 (45) - 60+ 64-70 295
Nordfjall, 2009 (48) 25-74 310
Kananen, 2010 (43) 30-87 471
Mather, 2010 (45) - 40+ 44-49 350
Shiels, 2011 (51) 35-64 382
Risques, 2010 (23) 65-69 615
Mirabello, 2009 (46) 55-74 760
Harris, 2010 (22) 68-70 1048
Chan, 2010 (35) >64 2566

Overall (Q=19.4, i-squared=28.0%, P=0.149)

Robertson et al. (2013) Epidemiologic Reviews , 35(1); 98-111

Higher SES: Higher SES:
Shorter TL Longer TL SMD (95% CI)
| — 0.035 (-0.316, 0.387)
————— 0.350 (0.009, 0.691)
—— -0.173 (-0.421, 0.076)
—— -0.018 (-0.265, 0.228)
-— 0.203 (-0.042, 0.448)
-— 0.250 (0.009, 0.491)
. R 0.071 (-0.158, 0.299)
. — 0.150 (-0.074, 0.373)
o 0.092 (-0.127, 0.310)
-— 0.057 (-0.153, 0.266)
S 0.102 (-0.099, 0.302)
0.143 (-0.032, 0.318)
0.097 (-0.046, 0.240)
-0.090 (-0.213, 0.032)
0.005 (-0.073, 0.083)
r | , | 0.060 (0.002, 0.118)
-0.50 0.00 0.50 1.00



Homeostasis




Allostasis & Allostatic
Load

Systolic 140 or above OR
Diastolic 90 or above

Systolic between 121-139 OR

Diastolic between 81-89
Systolic 120 or less A
Diastolic 80 or less




Allostatic Load Measure

Summative score of 9 biomarkers

Each biomarker reduced to binary
measure based on quartiles (highest
risk = 1)

 Range 0-9

« Higher allostatic load = poorer
vhysiological function




Cumulative Hazard

Hazard Function for allostatic load
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Miean Allostatic Load

18-24
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Figure 1 Graphical representation of the different lifecourse models, including the accumulation model (a), the critical periods model

(b) and the social mobility model (c).
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Mediators

Allostatic Load
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Epigenetics

External or environmental factors that
alter gene activity and

affect how cells read

genes, but do not alter

the genes themselves (
4
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DNA methylation (%)
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DNA methylation (%) by
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Summary

 Identifying biomarkers that are socially
patterned

* '‘Risk Factors’ vs. 'Risk Markers’

« Biological ageing hasn’t proved as
fruitful as was hoped (at least with
telomere length)




Summary

Allostatic Load model has proved more
Interesting

Epigenetics?
Building the evidence around how and
why

Need continued & better collaboration
across disciplines

Policy implications?
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The experience offliving with schizophrenia
and psychosisiin Scotland: Results of the
Scottish Schizophrenia Survey

Amanda Larkin (University of Edinburgh)

Frances Simpson (Support in Mind Scotland)
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Support in Mind Scotland

* Member led
¢ Influencing decision makers

* Delivering services
e Local
e National
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Previous Reports

Exploring Family Carer Involvement in Forensic Mental Health Services
Caring is a Journey
A Safe Place to Be

Information and advice
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Background to Survey

English Schizophrenia Commission 2012
e The Abandoned Illness

People with severe mental illness such as schizophrenia still die 15-20
years earlier than other citizens.

87% of service users report experiences of stigma and discrimination.

Families who are carers save the public purse £1.24 billion per year but are
not receiving support, and are not treated as partners.



Only 1 in 10 of those who could benefit get access to true CBT (Cognitive
Behavioural Therapy) despite it being recommended by NICE (National
Institute of Health and Clinical Excellence).
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Psychosis and Inequality

Childhood adversity associated with increased risk of experiencing
psychosis (Varese et al., 2012)

Income inequality associated with prevalence of psychotic experiences
(Johnson, Wibbels, & Wilkinson, 2015)

People diagnosed with a psychotic disorder die on average 15 — 20 years
earlier than general population

People with a diagnosis of schizophrenia are up to twice as likely to have
two or more physical health co-morbidities (Smith et al., 2016)
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T Advisory Group

Frances Simpson, CEO Support in Mind Scotland

» Carolyn Little, Chair Support in Mind Scotland

* Graham Morgan, Project Manager, Spirit Advocacy and HUG

* Dr Paul Cavanagh, Consultant Psychiatrist, Royal College of Psychiatrists

* Professor Stephen Lawrie, Network Director, Scottish Mental Health
Research Network

* Professor Andrew Gumley, Professor of Psychological Therapy (Mental
Health & Wellbeing),University of Glasgow

 Dr Tom White, Principal Medical Officer (Forensic Psychiatry), The
Scottish Government
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1 in 100 survey

Survey was available on Support in Mind website

Emailed to organisations such as carers organisations and local authorities
for distribution

Available through Facebook page

Distributed by post and email to 219 current Support in Mind Scotland
members and 175 lapsed members
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Responses

138 responses

87 surveys were completed by someone who identified as a family
member, carer, friend or supporter of someone who is living with
schizophrenia and psychosis.

37 surveys were completed by someone who identified as a person with
lived experience of schizophrenia and psychosis.

14 respondents did not answer this question.



How we looked at the responses

Responses separated into two groups
» Carers and supporters group

» People with lived experience of schizophrenia and psychosis group

Percentages of different responses calculated

Longer written answers from lived experience group
e Looked for patterns of answers and experiences






Lived Experience Group

Is having a diagnosis of schizophrenia helpful?

H® Yes
m No

® Depends on the
circumstances




Do you think the word schizophrenia should be
dropped and another term found for the
symptoms that you experience?

H® Yes
m No
® Don't Know
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Have you experienced discrimination from any
source - the public, people you have met, friends,
family?

H® Yes
m No
® Don't Know




T Garera

arer and supporter group

Is having a diagnosis of schizophrenia helpful?

H Yes
® No

circumstances




Do you think that the word "schizophrenia”
should be dropped and another term found for
the symptoms that the person you support
experiences?

HYes
m No

® Don't know
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Have you experienced stigma or discrimination
from any source - the public, people you have met,
friends, family?

® Yes
m No

® Don't know
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Stigma Themes

Identity
e Finding information and others who understand
e We're just people it’s not the whole me

Misunderstanding and Misinformation
e Perceived dangerousness

e Hiding, concealment and vigilance



“Finding information and others who

understand

“For years I had problems that I could not get to the bottom of, then when I
was diagnosed it all became clear”

“With a diagnosis I have access to information and support services and
can understand my experiences”



.

We're just people, it’s not the whole me

“Some of “us” are able to work, raise a family and be actively involved in our
community. Many people think the illness is due to some personality defect
rather than the biological, psychological and social issues that can cause
the medical condition.”

“(Want) people to still see you for who you are and not the schizo person.”



Perceived dangerousness

“When the press write about cancer they write with admiration or
sympathy when they write about schizophrenia, we’re always chopping
someone up with an axe.”

“When I reveal my illness although some understand others still
immediately have the impression of me as the serial axe murderer that is
often portrayed in the media.”



.

Hiding, concealment, and vigilance

“I have to gauge people and calculate how they will react before telling
them. Workplace reactions to mental health problems are bad enough
without mentioning schizophrenia at times.”

“You hopefully learn to read faces but this can be difficult so I guise my
feelings and tend to avoid talking.”



Care, Treatment and Services



/ SerViCeS

Medication

CBT

Other talking therapies

Resource centre / day service

Help to access community facilities

Community Mental Health Teams / CPN

Advocacy

Employability or skills support

Art, music, walking or social support
groups

Housing and / or benefits

Inpatient / hospital care

Other

Carer / Supporter report
Percentage (N)

90.6% (58)

9.4% (6)

9.4% (6)

20.3% (13)

14.1% (9)

71.9% (46)

21.9% (14)

12.5% (8)

20.3% (13)

56.3% (36)

25% (16)

10.9% (7)

Lived experience group
Percentage (N)

96.2% (25)

23.1% (6)

26.9% (7)

19.2% (5)

7.7% (2)

65.4% (17)

19.2% (5)

7.7% (2)

26.9% (7)

61.5% (16)

19.2% (5)

23.1% (6)



40%
35%
30%
25%
20%
15%
10%
5%
0%

Do you feel that professionals involve you enough
in helping to make decisions with the person you
support about their care and treatment?

Yes

No

some don't

. [
Some do and [ don't think [ don't want Iam if the
I should be to be person [
involved involved  support is
unwell and
needs my

involvement



Services accessed by carers

Generic carers support group for
emotional support

Specific mental health carers support
group for emotion support

Groups for arts, music, skills, interests
Groups for social contact

One to one support from statutory services
One to one support from voluntary sector
services

CBT

Other talking therapy

Advocacy

Information - helpline or use of info

sheets/packs/websites
Other

29.2%

56.3%

8.3%

18.8%

16.7%

22.9%

8.3%

8.3%

10.4%

39.6%

25.0%

14

27

19

12
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Care, Treatment and Services Themes

Whole life, not just one aspect
e Distinctions between physical and mental health
e Benefits and other life stresses

Effort and Time
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~Distinctions between physical and mental
health

“I am unable to access many day services. Mobility problems with my chair
— not accessible — mental health / physical health.”

“Because I now suffer — toxic meds on central nervous system, staff had no
experience to support me. Physical challenges ignored by mental health
staff — no knowledge lacking in empathy.”
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Benefits and other life stresses

“Having enough money to live on is a big priority because financial
insecurity can really rock the ship.”

“Sometimes I feel that a wider sense of being a person is obscured by a
superficiality from case notes that are medical.”
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Effort and Time

“There isn’t always time for professionals to get into the nub of what can
affect my wellbeing. I just don’t always have that insight myself.”

“Not having a chance to sometimes get down to the nitty gritty of my
worries can be very frustrating. In the time available, it may not be
possible. I can sidetrack. I also may have a bad or good day and I suppose
that can influence others.”



“I can’t access employment because I've been off sick too long and have no
references — it's not through lack of trying.”



Health and Wellbeing
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Lived experience Group

What impact has living with

schizophrenia/psychosis had on your physical
health?

m Significant Impact
M Some Impact

® No Impact




Carer / Supporter Group

What impact has supporting someone living with

schizophrenia/psychosis had on your own physical
health?

m Significant Impact
B Some Impact

™ No Impact




Health and Wellbeing Themes

Impact of medications

Balance between physical and mental health
e Prioritising one or the other
e Continuum - one affects the other



_
Impact of medications

“I have many physical health problems. Many are due to the medication I
take for my schizophrenia.”

“The medication for schizophrenia (antipsychotics) helped to destroy my
physical health with its side effects.”



Prioritising mental health or physical health

“My mental health comes first. I have to keep on top of that.”

“Being off medication would balance my appetite, but I won't do that until
I'm told.”



_
Continuum — one affects the other

“When feeling apathetic I eat more so-called convenience/junk foods which
are detrimental to my physical health. I do try to cook from scratch so I
know what’s in my food but regularly I falter - I put it down to my illness.”

“Taking part in sport and going to the gym makes a difference to my
mental health.”



Quality of Life and Recovery
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Quality of Life and Recovery Themes

Others understanding and accepting

Managing not curing
e Self awareness, routine and structure

e Ups and downs to be expected



\/

Others understanding and accepting

“Friends certainly. There is an element of compartmentalisation. I do value
what friends I have. Good friends — not many just a few.”

“I am lucky my family have stuck by me all of the time and some other
people.”



.
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Self awareness, routine and structure

“I think recovery is a journey - you will always be aware that you had an
illness, and be aware of your triggers. I think mental illness can make you
more compassionate and understanding towards others.”

“I work full time so I am always tired, but having a routine keeps me
focussed.”
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Ups and downs to be expected

“Recovery does not go in a straight line and there are downs as well as ups.
For some people recovery is limited because their illness is a constantly
disabling reality. I hate the crap about everybody supposedly having hope
and the right to a positive experience of recovery. It’s just not feasible for

some people and setting up this overwhelmingly positive view of recovery
risks stigmatising those who cannot “measure up’.
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Implications of report

Support for the findings of The Schizophrenia Commission in England

Stigma and discrimination are still common experiences
e See Me campaign

Importance of integrated physical and mental health care



Involvement of carers

Recovery means different things for each individual
e Importance of social support and relationships

Importance of continuing to highlight the experience of people living with
schizophrenia and psychosis

e Government strategies

e Media influence



* Thank you!

* Any questions?

e amanda.larkin@nhs.net



