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About PatientView

• UK-based research, consulting and publishing company

• Collects and analyses the viewpoints of thousands of patient groups (and their members)
worldwide – since 2000

• Has the capacity to reach out to about 100,000 patient organisations worldwide, covering
over 1,000 health specialties

• Launched myhealthapps.net in November 2013 to help patients, carers, and health-conscious
consumers find apps that have been tried and trusted by people like them



Where we are today… www.myhealthapps.net

• Over 450 apps

• Covering 150+ health specialties (40+ apps for mental health conditions, including ADHD, anxiety, bullying,
coping with society at large, dealing with a crisis, depression, eating disorders, general mental health,
medication reminder, obsessive-compulsive disorder, panic disorder, phobia, stress, and suicide prevention)

• Apps in 50 languages

• Reviews by over 650 patient organisations worldwide

• Transparency: info on and links to app developer, who funded the app, whether it was developed with a
medical adviser, if it has regulatory approval (if necessary)

• Neutral platform: only apps recommended by patient, carer or health advocacy groups included.
Myhealthapps.net/PatientView takes no money from app developers or app downloads



myhealthapps.net partners and 
research collaborators (past and present)



• Health rationing

• The desire of citizens to shape their healthcare systems and healthcare delivery

• Increasing citizen power, to influence healthcare policy-making

• Improved e-resources and digital tools for communication

Why the patient movement is needed more than ever to effect change



“Between 76% and 85% of people with severe mental disorders receive no
treatment for their disorder in low-income and middle-income countries … for high-
income countries … between 35% and 50%.”

Almost 50% of the world's population lives in countries with 1 psychiatrist per
200,000 or more people - other mental health care providers trained in the use of
psychosocial interventions are even scarcer.

Only 36% of people living in low-income countries are covered by mental health
legislation compared with 92% in high-income countries.

Civil society movements for mental health in low-income and middle-income
countries are not well developed. Organisations of people with mental disorders and
psychosocial disabilities are present in only 49% of low-income countries compared
with 83% of high-income countries; for family associations the respective figures are
39% and 80%.

Source: http://www.who.int/mental_health/publications/action_plan/en/

The global need is great… but patient groups can help mitigate gaps in provision

http://www.who.int/mental_health/publications/action_plan/en/


Patient group areas of influence

Half of all health professionals 
interviewed for a PatientView study 
said that they believed their country's 
government had prioritised their 
medical speciality as a result of patient-
group campaigning.

Source: ‘Benchmarking the Patient Movement’, 
PatientView, 2012 



21st Century Cures Act (USA)

“The 21st Century Cures Act (Cures Act), signed into law on December 13, 2016, is designed to help
accelerate medical product development and bring new innovations and advances to patients who need
them faster and more efficiently.

The law builds on FDA's ongoing work to incorporate the perspectives of patients into the
development of drugs, biological products, and devices in FDA's decision-making process.”

Source:

https://www.fda.gov/RegulatoryInformation/LawsEnforcedbyFDA/SignificantAmendmentstotheFDCAct/21stCenturyCuresAct/
default.htm

Patient groups: policy decision-making

https://www.fda.gov/RegulatoryInformation/LawsEnforcedbyFDA/SignificantAmendmentstotheFDCAct/21stCenturyCuresAct/default.htm


Influencing reimbursement and pricing

Sources: www.rarercancers.org.uk • http://www.rare-cancer.org/forum/ • https://www.england.nhs.uk/cancer/cdf/ • https://fairpricingcoalition.org/

http://www.rarercancers.org.uk/
http://www.rare-cancer.org/forum/
https://www.england.nhs.uk/cancer/cdf/
https://fairpricingcoalition.org/


Epilepsy Action and Epilepsy Society in the UK have worked with nine Clinical Commissioning Groups (CCGs)
[NHS England] to create a single access point of resources to support effective commissioning for children
and adults with epilepsy. The resource includes nine sections which guide commissioners through the whole
commissioning process. Each section can be accessed individually to meet commissioners’ specific needs.

Focus on co-production of services - involving patients and communities working with professionals in the
commissioning, design and review of services to “get a better deal which includes better health outcomes.”

See other examples on Wellbeing Our Way: www.nationalvoices.org.uk/wellbeing-our-way/about

Co-creating services with healthcare systems and providers

http://www.nationalvoices.org.uk/wellbeing-our-way/about


“This really represents a new way of doing 
medical research…We are in the beginning stages 

of learning how to do it.

One of our goals is to spread the word about the 
importance of taking part in research…we want 
interested individuals to not just participant in a 
single research study, but to consider joining our 
community as well, and be part of the research 

movement.”

Carl Stepnowsky
Chief Science Officer

American Sleep Apnea Association

In the USA, the American Sleep Apnea Association (ASAA) used
ResearchKit for their Sleephealth study app, launched in 2016,
offering two linked benefits for patients:
• a personalised tool designed to help people better understand

the link between their sleep habits and general well-being
• an opportunity to share sleep data on a large scale.

Results: One year from launch, it had nearly 20,000 users. Whilst
at its peak 47% of these opted in to take part in the sleep study.
65% had never taken part in medical studies before.

The ASAA puts a lot of emphasis through its website and forum
on the benefits of becoming what it calls ‘citizen researchers’:
•receiving support
•sharing insights
•helping direct future research
•improving their knowledge of what our medical system does and
how it works.

Initiating and improving medical research

https://www.sleepapnea.org/sleephealth-app-celebrates-first-anniversary/

https://www.sleepapnea.org/sleephealth-app-celebrates-first-anniversary/


Summary

“Big White Wall is its community of members, who support, help each other
and share what’s troubling them in a safe and anonymous environment. The
site is available 24 hours a day, 7 days a week, 365 days a year – no need to
wait until morning, the next business day or for a doctors’ appointment. You
can find support simply by logging on.

To ensure safety and anonymity, the site is monitored by clinically trained
‘Wall Guides’, who are online 24/7. We know that finding help when you’re
distressed can be hard, so our Wall Guides are also there to help you feel
welcome and guide you on how to get the most from our services.”

What it offers

Community Support • Anonymity • Creative Outlets • Focused Courses •
Safety • Self-Improvement Tools • Assessments • Personalised Suggestions

Languages: English

Countries of use: Any in which the user is familiar 
with English 

Cost: Free in many locations (sign-up required) –
offered as a self-management tool by health 
authorities in the UK, Canada and New Zealand

Developer: Big White Wall, UK
(Based in United Kingdom)
http://www.bigwhitewall.com

Funder: Same as technical developer 

Medical Adviser: Clinical Director, Dr Simon Wilson 

BigWhiteWall

Enabling support and self-management

http://myhealthapps.net/app/details/323/Big-White-Wall

http://www.bigwhitewall.com/
http://myhealthapps.net/app/details/323/Big-White-Wall


Changing legislation

The Directive 2011/24/EU on patients’ rights in cross-border healthcare has been regarded by many as a major
achievement of the ‘patient empowerment’ policy promoted by patient organizations as well as European institutions,
granting European citizens the right to access healthcare services in a different Member State.

Designed to address the obstacles deriving from the diversity of healthcare systems, such as the reimbursement rules and the
delivery of health-care services, the “Cross-Border Healthcare Directive” has established a general legal framework aimed at
maintaining the sustainability of health systems while protecting patients’ right to seek treatment outside their home country.

According to the World Health Organization’s report on ‘Cross-Border Healthcare in Europe’, the volume of patient mobility within
the European Union remains relatively low as people are frequently unwilling to travel to other countries for care. On the other
hand, where patient mobility exists, it has raised issues related to its impact for patients, health professionals and health systems.

The report on the state of play of the Cross-border Healthcare Directive, published by European Commission on 4 September 2015,
clearly shows that European citizens’ awareness about their right to choose healthcare in another EU country remains low. Less than
two in 10 citizens feel they are informed about their rights in this area, and only one in 10 is aware of National Contact Points (NCPs).

Source: http://www.activecitizenship.net/patients-rights/projects/218-patients-rights-have-no-borders-2.html

http://ec.europa.eu/health/cross_border_care/policy/index_en.htm
http://www.activecitizenship.net/patients-rights/projects/218-patients-rights-have-no-borders-2.html


So, how are patient groups in mental health faring – and how to evaluate this?

Why benchmark the Patient Movement?

Despite the obvious importance of the patient movement, no 
real mechanism has existed to measure its impact upon 
national healthcare systems, or to identify ways that patient 
groups can strengthen their activities. Hence the development 
of this new benchmarking tool by PatientView.

The tool relies on comparing patient groups from different 
therapy areas and regions of the world with one another.
First launched in 2012, it was updated in 2014 and a new 
survey is being launched in March 2018.

It examines the potency of patient groups across …
• 11 therapeutic areas
• 12 geographic regions 

© PatientView 2015



PatientView’s definition of a ‘patient group’ is wide-ranging, taking in organisations that are interested 
in health advocacy, and which are relevant to patients. 

Included are not only groups that represent individuals with a medical condition, but also:
• carers’ groups
• children’s groups
• disability groups
• older-people’s groups
• gender-based groups
• research organisations
• semi-professional groups that involve patients.



The methodology was established in 
2012 through consultation with patient 
groups, health professionals, health 
policy-makers, and health industry 
executives

Measuring the potency of patient groups

© PatientView 2015



Methodology

162 patient groups with an interest in mental health, from 33 different countries, responded.

© PatientView 2015

The potency of patient groups is defined by 8
indicators. Most of the indicators listed below are
themselves measured by a number of parameters:

• Business acumen
• Communication (via electronic media)
• Range of services provided
• Networking with other healthcare stakeholders
• Scale of networking with peer organisations
• Reputation
• Impact on national health policy
• Perceived hurdles



• A mission statement / vision statement

• An operating or business plan

• A formal structure of governance

• At least one-year’s worth of guaranteed cash flow

• Independence from funders

• Regular consultations with patients

Indicator 1: Business acumen 
Does your organisation have the following?

© PatientView 2015



Indicator 1: Business acumen—Does your organisation have the following?

A mission/vision statement

Respiratory 82%

Mental health 81%

Endocrine 80%

Cancer 80%

GI 79%

HIV/AIDS 79%

Circulatory 76%

Rare diseases 76%

Rheumatological 75%

Neurological 74%

Global average 74%

Diabetes 70%

An operating or business plan

Mental health 61%

Cancer 60%

HIV/AIDS 60%

Respiratory 54%

Rheumatological 53%

Circulatory 51%

Endocrine 50%

GI 50%

Neurological 49%

Rare diseases 49%

Global average 48%

Diabetes 44%

A formal structure of 
governance

Circulatory 84%

Rare diseases 81%

Cancer 80%

Rheumatological 79%

Respiratory 78%

GI 77%

Diabetes 76%

Mental health 76%

Endocrine 74%

HIV/AIDS 74%

Global average 73%

Neurological 70%

One-year’s cashflow

HIV/AIDS 64%

Cancer 64%

Rheumatological 63%

Endocrine 63%

Circulatory 62%

Respiratory 62%

Rare diseases 58%

Diabetes 58%

Mental health 57%

Global average 57%

GI 57%

Neurological 55%

Independence from funders

Endocrine 43%

HIV/AIDS 38%

Rheumatological 36%

Cancer 36%

Global average 34%

GI 34%

Circulatory 32%

Diabetes 32%

Rare diseases 30%

Neurological 29%

Mental health 28%

Respiratory 26%

Regular consultations with
patients

Endocrine 74%

HIV/AIDS 74%

Respiratory 71%

Rare diseases 70%

Cancer 70%

GI 69%

Circulatory 68%

Rheumatological 66%

Neurological 65%

Diabetes 65%

Global average 63%

Mental health 61%

% of patient groups saying “Yes” in 2014 (ranked highest to lowest) 

Indicator 1: Business acumen—Does your organisation have the following?

© PatientView 2015



• A website

• Blog

• Twitter account

• Facebook account

• Activity on other social media

Indicator 2: e-communication
Does your organisation have the following?

© PatientView 2015



A website

Rare diseases 96%

GI 95%

HIV/AIDS 95%

Cancer 92%

Rheumatological 92%

Global average 90%

Respiratory 89%

Endocrine 89%

Circulatory 89%

Mental health 87%

Neurological 85%

Diabetes 82%

Blog

GI 20%

Neurological 19%

HIV/AIDS 19%

Cancer 19%

Rare diseases 18%

Rheumatological 17%

Mental health 17%

Global average 16%

Respiratory 15%

Endocrine 15%

Circulatory 15%

Diabetes 10%

Indicator 2: e-communication—Does your organisation have any of the following?  

Twitter account

Endocrine 48%

Respiratory 40%

GI 38%

HIV/AIDS 38%

Rare diseases 36%

Cancer 36%

Circulatory 32%

Rheumatological 31%

Global average 30%

Diabetes 28%

Mental health 28%

Neurological 27%

Facebook account

Rare diseases 75%

Rheumatological 71%

Endocrine 70%

Respiratory 66%

HIV/AIDS 64%

Cancer 62%

GI 60%

Global average 60%

Neurological 59%

Mental health 56%

Circulatory 54%

Diabetes 47%

Active on other social media

Endocrine 43%

GI 30%

Respiratory 29%

Cancer 28%

Circulatory 24%

Mental health 23%

Rare diseases 22%

Rheumatological 22%

Neurological 22%

HIV/AIDS 21%

Diabetes 20%

Global average 20%

Indicator 2: e-communication. Does your organisation have any of the following?
% of groups saying “Yes” in 2014 (ranked highest to lowest)

Levels of Facebook usage increased from 50% to 
60% between 2012-2014 for patient groups across 
the board. 

The equivalent figures for Twitter are 23% to 30%, 
2012-2014. 

[The 2018 survey will likely show big increases again 
for both.]

© PatientView 2015



• Supplying information to patients and the public

• Offering peer-to-peer support

• Supplying patients with healthcare services

• Advocacy to government

• Advocacy to healthcare providers

• Fundraising for medical research

Indicator 3: Services to patients
Does your organisation provide the following services ?

© PatientView 2015



Supplying info to patients/public

GI 97%

Circulatory 96%

Cancer 95%

HIV/AIDS 95%

Rare diseases 95%

Diabetes 95%

Neurological 94%

Respiratory 94%

Rheumatological 94%

Endocrine 93%

Global average 93%

Mental health 91%

Offering peer-to-peer support

Neurological 87%

Rare diseases 86%

Cancer 86%

Global average 85%

Circulatory 85%

Endocrine 85%

GI 84%

Rheumatological 83%

Diabetes 81%

Mental health 81%

Respiratory 78%

HIV/AIDS 74%

Indicator 3: Services to patients—Does your organisation provide any of the following?  

Supplying healthcare services

HIV/AIDS 31%

Rheumatological 31%

Mental health 30%

Cancer 30%

Circulatory 29%

Diabetes 29%

Endocrine 28%

Respiratory 28%

Neurological 25%

Global average 24%

Rare diseases 23%

GI 22%

Advocacy to government

Rare diseases 67%

HIV/AIDS 67%

GI 64%

Respiratory 62%

Cancer 61%

Mental health 60%

Diabetes 58%

Global average 58%

Neurological 55%

Endocrine 52%

Rheumatological 51%

Circulatory 49%

Advocacy to healthcare providers

HIV/AIDS 69%

Respiratory 63%

GI 63%

Diabetes 61%

Rare diseases 60%

Circulatory 58%

Cancer 57%

Mental health 54%

Global average 53%

Neurological 50%

Rheumatological 48%

Endocrine 48%

Fundraising for medical research

Rare diseases 47%

GI 41%

Respiratory 38%

Neurological 36%

Circulatory 32%

Rheumatological 31%

Endocrine 30%

Global average 29%

Cancer 27%

Diabetes 23%

HIV/AIDS 14%

Mental health 11%

% of patient groups saying “Yes” in 2014 (ranked highest to lowest) 
Indicator 3: Services to patients. Does your organisation provide any of the following?

© PatientView 2015



• Academic/scientific bodies

• Consultants/specialists

• General media

• General physicians

• Healthcare media

• National government health 
committees

• Local-government health 
committees

• Medical device trades bodies

• Medical societies

• Nurses

• Pharmaceutical trades bodies

• Pharmacists

Does your organisation h

Indicator 4: Networking with 
healthcare stakeholders
Does your organisation network with the 
following healthcare stakeholders?

© PatientView 2015



Academic/scientific bodies

Endocrine 72%

GI 67%

Respiratory 66%

HIV/AIDS 62%

Rheumatological 61%

Cancer 61%

Rare diseases 60%

Mental health 58%

Neurological 57%

Global average 54%

Circulatory 49%

Diabetes 44%

Consultants/specialists

Rheumatological 77%

Rare diseases 75%

GI 72%

HIV/AIDS 71%

Neurological 71%

Respiratory 71%

Endocrine 70%

Cancer 69%

Circulatory 68%

Global average 68%

Diabetes 65%

Mental health 62%

Indicator 4: Networking with healthcare stakeholders—Does your organisation network with any of the following? 

General media

Rheumatological 53%

Respiratory 52%

Diabetes 52%

GI 51%

Mental health 50%

Cancer 49%

HIV/AIDS 45%

Neurological 45%

Global average 45%

Endocrine 43%

Circulatory 42%

Rare diseases 39%

General physicians

Diabetes 65%

Endocrine 57%

Circulatory 56%

Respiratory 55%

HIV/AIDS 55%

GI 55%

Mental health 51%

Rheumatological 45%

Cancer 45%

Neurological 44%

Global average 42%

Rare diseases 40%

Healthcare media

HIV/AIDS 55%

Respiratory 51%

Rheumatological 48%

Cancer 47%

GI 45%

Mental health 41%

Rare diseases 40%

Endocrine 39%

Global average 39%

Diabetes 38%

Circulatory 35%

Neurological 34%

National govt health committees

Respiratory 62%

HIV/AIDS 57%

GI 52%

Circulatory 52%

Mental health 49%

Rare diseases 46%

Cancer 46%

Endocrine 46%

Diabetes 42%

Rheumatological 40%

Global average 40%

Neurological 37%

% of patient groups saying “Yes” in 2014 (ranked highest to lowest) 

Indicator 4: Networking with healthcare stakeholders. Does your organisation network with any of the following?

© PatientView 2015



Local govt health committees

Mental health 59%

Diabetes 56%

HIV/AIDS 55%

Circulatory 49%

Endocrine 48%

Cancer 45%

Respiratory 43%

GI 43%

Rheumatological 40%

Global average 39%

Neurological 38%

Rare diseases 29%

Medical device trades bodies

Endocrine 24%

Respiratory 23%

Rheumatological 19%

GI 19%

Diabetes 18%

Neurological 16%

Circulatory 15%

Rare diseases 15%

Cancer 13%

Global average 12%

Mental health 11%

HIV/AIDS 10%

Medical societies

Endocrine 61%

GI 52%

Rare diseases 51%

Respiratory 49%

Cancer 48%

HIV/AIDS 48%

Diabetes 47%

Circulatory 43%

Rheumatological 42%

Global average 40%

Neurological 38%

Mental health 31%

Nurses

Endocrine 54%

GI 53%

HIV/AIDS 52%

Respiratory 52%

Cancer 50%

Diabetes 48%

Circulatory 47%

Rheumatological 44%

Global average 39%

Mental health 38%

Rare diseases 37%

Neurological 36%

Pharmaceutical trades bodies

Endocrine 46%

Respiratory 38%

Diabetes 34%

GI 34%

Rheumatological 34%

Rare diseases 33%

Cancer 32%

Neurological 30%

HIV/AIDS 29%

Global average 27%

Circulatory 27%

Mental health 21%

Pharmacists

Respiratory 42%

Diabetes 41%

HIV/AIDS 40%

Endocrine 39%

GI 38%

Rheumatological 37%

Mental health 28%

Cancer 27%

Circulatory 27%

Neurological 23%

Global average 23%

Rare diseases 22%

% of patient groups saying “Yes” in 2014 (ranked highest to lowest) 

Indicator 4: Networking with healthcare stakeholders—Does your organisation network with any of the following? 

Indicator 4 (continued)

© PatientView 2015



• Other similar patient groups in your specialty/ies

• Umbrella patient groups for your specialty/ies

• Patient groups in other specialties

• General umbrella patient groups

Does your organisation h

Indicator 5: Networking with peer 
patient groups

How often does your organisation have 
contact with (or meet) your peer patient 
groups?



Patient groups in your specialty

HIV/AIDS 67%

Rare diseases 50%

Mental health 49%

Respiratory 48%

Cancer 48%

Global average 47%

GI 46%

Endocrine 44%

Rheumatological 43%

Circulatory 40%

Diabetes 39%

Neurological 38%

Umbrella groups in your specialty

HIV/AIDS 51%

Respiratory 46%

Cancer 43%

Rheumatological 42%

Global average 41%

Rare diseases 41%

Mental health 40%

Endocrine 40%

GI 39%

Diabetes 39%

Circulatory 37%

Neurological 33%

Indicator 5: Networking with peer patient groups—Does your organisation network with any of the following? 

Patient groups in other specialties

HIV/AIDS 36%

Endocrine 35%

Diabetes 31%

GI 29%

Respiratory 29%

Mental health 26%

Cancer 26%

Rare diseases 23%

Circulatory 22%

Rheumatological 22%

Global average 20%

Neurological 19%

General umbrella patient groups

Respiratory 38%

Diabetes 37%

GI 36%

Endocrine 31%

Circulatory 30%

Cancer 29%

Rare diseases 28%

Rheumatological 26%

Mental health 25%

Neurological 25%

Global average 24%

HIV/AIDS 22%

% of patient groups saying “Frequently” in 2014 (ranked highest to lowest) 

Indicator 5: Networking with peer patient groups. Does your organisation network with any of the following?

© PatientView 2015



• Academic/scientific bodies

• General media

• Government-appointed healthcare 
administrators

• Government policy-makers

• Healthcare media

• Healthcare professionals

• Local politicians

• Medical device companies

• Pharmaceutical companies

• Pharmacists

• Other health campaigners

Does your organisation h

Indicator 6: Reputation
How well do you think the following 
stakeholders rate your organisation’s ability 
to fulfil the needs of the patients and people 
you represent?

© PatientView 2015



Academic/scientific bodies

Endocrine 60%

GI 59%

Rare diseases 54%

Cancer 52%

Respiratory 48%

HIV/AIDS 48%

Global average 44%

Neurological 44%

Rheumatological 41%

Mental health 38%

Circulatory 36%

Diabetes 30%

General media

HIV/AIDS 47%

Cancer 38%

Circulatory 36%

GI 34%

Respiratory 33%

Rheumatological 33%

Diabetes 33%

Mental health 32%

Global average 32%

Rare diseases 32%

Endocrine 30%

Neurological 30%

Government administrators

Cancer 40%

GI 38%

Mental health 36%

Rare diseases 32%

HIV/AIDS 32%

Global average 31%

Endocrine 30%

Circulatory 30%

Diabetes 30%

Respiratory 25%

Neurological 24%

Rheumatological 23%

Government policymakers

Endocrine 32%

Cancer 31%

GI 30%

Mental health 28%

HIV/AIDS 27%

Global average 24%

Respiratory 24%

Rare diseases 23%

Diabetes 22%

Circulatory 21%

Neurological 20%

Rheumatological 16%

Healthcare media

HIV/AIDS 40%

Endocrine 35%

Cancer 32%

Diabetes 30%

Rare diseases 29%

Respiratory 29%

GI 28%

Global average 28%

Neurological 27%

Mental health 25%

Rheumatological 25%

Circulatory 21%

Healthcare professionals

GI 58%

Cancer 56%

Circulatory 55%

Rare diseases 55%

Endocrine 55%

Respiratory 54%

HIV/AIDS 54%

Diabetes 52%

Global average 52%

Rheumatological 49%

Neurological 48%

Mental health 47%

% of patient groups saying “Very Good” in 2014 (ranked highest to lowest) 

Indicator 6: Reputation—How well do you think the following stakeholders rate your organisation’s ability to fulfil the needs

of the patients and people you represent?

Indicator 6: Reputation. How well do you think the following organisations rate your ability to fulfil the needs of the people and patients you represent?

© PatientView 2015



Indicator 7: Impact on 
health policy

Does your country’s current government 
consider your group’s therapeutic subject 
area (or areas) as a healthcare priority? 

© PatientView 2015



Indicator 7: Impact on health policy—Does your country’s current government consider your group’s therapeutic

subject area (or areas) as a healthcare priority?

Overview: Impact on health policy (2014 and 2012)
Percentage of respondent patient groups saying “Yes”
Ranked: 1st is best 

Despite all their inherent problems, as many as 42% of mental health patient groups believe 
that they are given priority in healthcare policy-making by governments in 2014, ranking 
them below only HIV/AIDS patient groups and diabetes patient groups in this regard.

% saying “Yes” 2014 2012

HIV/AIDS 60% 1st = 4th

Diabetes 56% 2nd 1st

Mental health 42% 3rd 3rd

Endocrine 40% 4th 7th

Cancer 39% 5th = 4th

GI 36% 6th = 10th

Circulatory 35% 7th 2nd

Respiratory 33% 8th 6th

Rheumatological 32% 9th = 8th

Neurological 29% 10th = 8th

Rare diseases 26% 11th = 10th

Change in ranking 

+ 3

- 1

0

+ 3

- 1

+ 4

- 5

- 2

- 1

- 2

- 1

Global average 
2014 2012

34% 32% 

Indicator 7: Impact on health policy. Does your country’s current government consider your group’s therapeutic area(s) as a healthcare priority?

© PatientView 2015



Indicator 8: Hurdles 

Do any of the following act as major hurdles 
that slow down your group’s progress 
towards achieving its goals?

© PatientView 2015



Indicator 8: Hurdles—Do any of the following act as major hurdles that slow down your group’s progress towards achieving its 

goals?

Lack of funding

Respiratory 60%

Cancer 64%

Diabetes 66%

Neurological 66%

Global average 67%

Rheumatological 67%

Endocrine 67%

GI 69%

Circulatory 70%

Rare diseases 74%

Mental health 76%

HIV/AIDS 79%

Poor access to medicines

HIV/AIDS 19%

Circulatory 30%

Global average 33%

Mental health 33%

Rheumatological 34%

Diabetes 34%

Neurological 36%

Respiratory 37%

Rare diseases 37%

Cancer 41%

Endocrine 43%

GI 45%

Public apathy

GI 26%

Cancer 29%

HIV/AIDS 31%

Endocrine 35%

Circulatory 37%

Rare diseases 37%

Respiratory 40%

Global average 40%

Rheumatological 45%

Mental health 47%

Neurological 48%

Diabetes 48%

Indifferent media

HIV/AIDS 31%

Respiratory 38%

Cancer 42%

GI 42%

Global average 43%

Mental health 44%

Rare diseases 45%

Diabetes 46%

Circulatory 48%

Rheumatological 48%

Neurological 49%

Endocrine 50%

Unco-operative medical profs

HIV/AIDS 21%

Cancer 25%

Global average 26%

Rare diseases 27%

Mental health 30%

GI 30%

Respiratory 31%

Neurological 32%

Endocrine 33%

Rheumatological 33%

Diabetes 33%

Circulatory 34%

Unco-operative government

Cancer 29%

Global average 37%

GI 37%

Rare diseases 37%

Endocrine 39%

HIV/AIDS 40%

Respiratory 42%

Diabetes 42%

Neurological 43%

Mental health 44%

Rheumatological 44%

Circulatory 46%

% of patient groups saying “Yes” in 2014. Ranked top (lowest percentage = less of a hurdle) to bottom (highest percentage = more of a hurdle) 

Indicator 8: Hurdles. Do any of the following act as major hurdles that slow down your group’s progress to achieving its goals?
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Lack of research investment

HIV/AIDS 24%

Diabetes 32%

Respiratory 34%

Cancer 35%

Circulatory 38%

Rheumatological 41%

Global average 42%

Mental health 43%

GI 51%

Neurological 54%

Rare diseases 55%

Endocrine 57%

% of patient groups saying “Yes” in 2014. Ranked top (lowest percentage = less of a hurdle) to bottom (highest percentage = more of a hurdle) 

Indicator 8: Hurdles—Do any of the following act as major hurdles that slow down your group’s progress towards achieving its 

goals?

Indicator 8: Hurdles (continued)
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Final rankings: 8 benchmarking indicators

2014 2012 Change

HIV/AIDS 1st 1st 0

Gastrointestinal 2nd 6th + 4

Respiratory 3rd 2nd - 1

Cancer 4th 9th + 5

Endocrine 5th 8th + 3

Diabetes = 6th 4th - 2

Rare diseases = 6th 7th + 1

Circulatory 8th 3rd - 5

Rheumatological 9th 11th + 2

Mental health 10th 5th - 5

Neurological 11th 10th - 1

Average rankings attained by the 1,000
respondent patient groups worldwide (in 2014
and in 2012) for the combined eight
benchmarking indicators.

The list gives an idea of the overall relative
potency that the patient groups from the 11
different therapeutic areas have in 2014 in
supporting the people they represent—and
shows how their performance has changed
between 2012 and 2014.

Patient groups specialising in mental health
ranked 10th for overall potency in 2014

(a significant decline compared with their 2012
performance, when they ranked 5th).

2014 versus 2012
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Some takeaway messages

The main reasons for the decline in the potency of mental health patient groups between 2012
and 2014 appears to be a downturn in their funding, which, in turn, may have led to …

• Less networking by the mental health patient groups; and
• A decline in their relationships with health professionals.

The result for mental health patient groups in 2014: they are now the least effective type of 
patient group at providing services to patients.

Ways in which mental health patient groups can improve … 

• Better harnessing of social media
This approach allows individual advocates to become more numerous and influential. Although mental-health 
patient groups improved their levels of e-communication between 2012 and 2014, so too did other types of 
patient groups—and at a faster pace than the mental health patient groups. 

• Improving networking with other healthcare stakeholders

• Greater unification among mental health patient groups
In 2014, mental health patient groups rank 8th for their ability to network with peer patient groups, a 
significant decline from their 2012 performance, when they ranked 3rd.
As one US patient group responding to the 2014 benchmarking survey notes:
“far too many mental-health organisations are competing for the same space”.
In  addition, the years 2012-2014 saw thousands of individuals enter social media, seeking to advocate on 
issues of mental health—crowding the space, and blunting the messages.
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Comments 

55 mental health patient groups

provided further comments

about their main concerns
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Main areas of 
concern raised by 
55 mental health 

patient groups
(and potential 

campaigning 
issues)

Topic                                                                                                              No of
mentions 

Lack of government funding/healthcare resources; delays in accessing mental healthcare 14

Stigma or prejudice associated with mental health issues 7

Lack of co-ordination among community-based mental health services / acute mental health 

services
4

Professional ignorance about specific mental health conditions 4

Encouraging people with mental health issues to come forward 3

Public ignorance about mental health 3

The economic crisis that began in 2008/2009, and its consequences for mental healthcare 3

Corruption among politicians, or in the healthcare system—resulting patients and their families 

being denied choice
2

Inability of the healthcare system to cope with often-complex individual mental health needs 2 

Lack of clear leadership among senior mental health patient group representatives 2

Lack of recognition of the value of all types of patient input (rather than just the most vocal) 2

Competition between mental health patient groups 1

Lack of medical insurance to cover mental illness 1

Lack of recognition in government ministries (outside of healthcare) of the impact of a diagnosis 

on patients

1

Public-health messages that are often biased or misinformed 1

Comments
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Sample comments

“Prejudice and ignorance in general.”

—National mental health patient group (Sweden)

“Poor-quality leadership [among mental-health patient groups]. Low level of character and integrity of the local-level presidents.

Most are self-promoting media seekers who want notoriety for their personal gain.” 

—National mental health patient group (USA)

“Poor coordination between community-based mental-health services and many service providers and the government clinical 
services

—both the clinical mental-health teams that work in the community, and the secondary (acute) mental-health units.”

—Regional mental health patient group (Australia)

“Patient waiting times are increasing rapidly in the region. The current waiting time to see a mental-health specialist is 19 months 
from referral.

As for neurological consultants, appointments are 8 months to 1 year apart, with no help from any other people between—not the 
GP, the pharmacist, or anybody.”

—Regional mental health patient group (UK)

“Non-reconnaissance du diagnostique du TDA/H par le ministère de l'éducation du Québec (élève en difficulté).”

[“No recognition of a diagnosis of attention-deficit hyperactivity disorder (ADHD) by the Ministry of Education of Quebec (for 
pupils in difficulty).]”

—Regional mental health patient group (Canada)

“As a minority group, our patients’ needs, identity, and integrity are all often superseded by the priority policy of mainstreaming

our community with the majority population that our patients cannot access—for instance, access to GPs and other health 
services, etc.”

—National mental health patient group (Ireland)

Comments
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But… social media have helped level the playing field for 
patient groups

Smaller ones with limited resources can use the tools to engage with their member 
communities cheaply and quickly and find out what they want and need – and help feed 
that information into the national policy-making picture (or via larger, national, regional or 
European groups)

Larger ones can coalition-build with a wider range of stakeholders (healthcare 
professionals, policy-makers, healthcare services providers, mobile/tech/pharma
industries) and become active partners in designing and/or providing health 
services/policy, lobbying/fundraising, recruiting patients for research/trials and 
monitoring/contributing to regulatory oversight



Campaign Digital Activism
http://www.nationalmssociety.org/Get-Involved/Advocate-
for-Change/Take-Action/Digital-Activist-Campaign

MSconnection.org

Build connections, and make them count

Use #MSactivist in ALL messages in Facebook and all other social media (not just Twitter).

Use one or two additional hashtags based on importance – see below.
If it’s important that your followers or officials know where you’re from, use your two-letter state abbreviation 

as a hashtag, such as #CA, #NE, #TX or #DMV (DC/Maryland/Virginia).

http://www.nationalmssociety.org/Get-Involved/Advocate-for-Change/Take-Action/Digital-Activist-Campaign
http://www.msconnection.org/


Use social media to engage your legislators:

#[insert your state’s two-letter abbreviation, e.g. #CA] #MS State Action Day is today! I'm an #MSactivist
[include photo] them.

@[insert legislator handle] I and other #MSactivist are looking forward to meeting today to discuss #MS 
priorities. Thank you!

Thank you @[insert legislator handle] for meeting me and other #MSactivist today to discuss #MS 
priorities.

Friends, please support me at #[insert your state’s two-letter abbreviation, e.g. #NY] #MS State Action 
Day by email [insert link]

Templates and toolkits to start using social 
media wisely and well



Federal - Neurological data & 21st Century Cures

MS activists are building support for the Advancing Research for Neurological Diseases Act (H.R. 292/S. 849)
or "neuro data bill" which will create a nationwide system to track the incidence and prevalence of 
neurological diseases, including MS, and help us get to a cure. This bill has been included in the 21st 
Century Cures Act (H.R. 6), which the U.S. House of Representatives passed with an impressive 344-77 vote 
on July 10.

Hashtags: #NeuroData or #Cures2015 and #HR292 or #S849 (bill numbers in the House and Senate)
To get your followers and friends to ask for support, and add cosponsors to the underlying neurodata bill.: 
Please join me as an #MSactivist - ask Congress ensure accelerating MS research is a priority at 
http://ntl.ms/1AiYecf

HR 292 and S 849 #neurodata bills help MS researchers better understand MS and other neurological 
diseases. #MSactivist
If your member(s) of Congress have already cosponsored H.R. 292 or S. 849, thank them:
@publicofficial thank you for accelerating #MSresearch a #NeuroData http://ntl.ms/1CKz1wj

Advocacy and mapping – building evidence 

http://www.nationalmssociety.org/Get-Involved/Advocate-for-Change/Current-Advocacy-Issues/Advancing-Research-for-Neurological-Diseases
https://twitter.com/search?q=
https://twitter.com/hashtag/cures2015
http://ntl.ms/1AiYecf
http://ntl.ms/1CKz1wj


MS activists urge Congress to support federal MS research funding through the National Institutes of Health 
and the MS Congressionally Directed Medical Research Program.

Hashtags: #MSresearch and #NIH / @NIH or #CDMRP / @CDMRP

Example messages:
.@publicofficial please support $10 mil for the MS @CDMRP in FY 2016 #MSresearch
.@publicofficial please support $32 bil for the @NIH in FY 2016 #Msresearch
NB using a full stop in front of an @mention ensures that all of your followers see the tweet.

If your member of Congress signed onto the MS research funding letters, thank him/her:
Thank you to @publicofficial for supporting #MSresearch through the MS @CDMRP
Thank you to @publicofficial for supporting #MSresearch through the MS @NIH

Coalition-building to secure research funds

http://twitter.com/search?q=


FINAL REMINDER! EU public consultation on how Europe should promote digital 
innovation in health and care, for the benefits of citizens and health systems in Europe 

The input will feed into a new policy Communication to be adopted by the end of 2017, as announced in the 
recent review of the Commission's Digital Single Market strategy.

Ends on 12 October 2017. To participate: 
https://ec.europa.eu/eusurvey/runner/Public_consultation_Transformation_Health_Care_DSM

https://ec.europa.eu/eusurvey/runner/Public_consultation_Transformation_Health_Care_DSM


We welcome your input and involvement!

PatientView
(+ Benchmarking Study)

Dr Alex Wyke 

T: +44 1547 520965

E: alexwyke@patient-view.com

www.patient-view.com

myhealthapps.net

Dee O’Sullivan

M: +44 7497 024897

E: dee@patient-view.com

www.myhealthapps.net
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