CYSTIC FIBROSIS MENTAL
HEALTH CHANGE PACKAGE
BACKGROUND

RESULTS

People with cystic fibrosis and their parent caregivers
exhibit 2-3 times greater prevalence of symptoms of
depression and anxiety than the general population. Given
the significant disease and daily treatment burden,
addressing mental health as part of specialized CF care is
critical to successful disease management. In partnership
with the European CF Society and in collaboration with
community stakeholders, including an adult with CF and
parent representative, the Cystic Fibrosis Foundation
(CFF) published clinical care guidelines and organized
implementation of the guidelines by convening the Mental
Health Advisory Committee. The committee’s mission is to
promote and support the mental well-being of individuals
with CF and their families through a partnership with CF
Care Centers to provide screening, preventative
interventions and ongoing innovative services.

Data captured through the
CFF’s Patient Registry indicates
an increase in screening for
depression and anxiety from
2016 to 2017; guidelines were
published in 2015.

Data captured through the CFF’s
Patient and Family Experience of Care
survey indicates a marked and steady
increase in patients and families
reporting they’ve been asked about
their mental health by a member of
their CF care team.

To propel this work forward, the committee created a change
package as a practical road map to apply QI methods to
increase the effectiveness of mental health care processes.

AIM
The Cystic Fibrosis Mental Health Change Package is
intended to:

To encourage program-directed data
capture, clinical teams are provided a
tracking log to record the referral
pathway, measuring processes such as
the percentage screened, who scored
above clinical cutoffs and how this looks
over time.

• Facilitate the implementation of the anxiety and
depression guideline recommendations in the context
of CF care delivery
• Systematically track and report measures of
improvements in both mental and physical health
outcomes for people with CF

PROCESS
The CF Foundation made a conscious effort to not ask clinical teams to work harder but instead created an infrastructure and tools to help teams work
smarter and build sustainable mental health care processes. Although it is too soon to show that the implementation of the guidelines has been
sustainably embedded into specialized CF care, the Foundation is committed to supporting clinical teams to support sustainability as evidenced by:

1

2

Forming the Mental Health Advisory
Committee

3

Requiring a sustainability plan to be
included in all grant applications

Providing sustainability tools in the
Change Package

TIMELINE FOR MENTAL HEALTH INITIATIVES
Letter sent to MHC award recipients
explaining the MHAC and its resources

Cystic Fibrosis Foundation Mental Health Advisory
Committee inaugural meeting and charter established.
CF Foundation Mental
Health Taskforce established
and produced a white paper

FEBRUARY

2013
2014
International Committee on
Mental Health established

MAY

2015
SEPTEMBER

Second Mental Health RFA announced:
47 applications received and 36
programs funded; CF For Mental Health
Providers slide and talk track provided

Handouts published on cff.org are Depression, Anxiety and
CF: What the Guidelines Mean for you AND Depression,
Anxiety and Cystic Fibrosis: A Guide for Clinicians

OCTOBER

2016

Cystic Fibrosis Foundation and European Cystic Fibrosis
Society consensus statements for screening and treating
depression and anxiety released.
Plenary: “There is No Health Without Mental Health” Plenary
Session at the 29th Annual North American Cystic Fibrosis
Conference.

Mental Health Coordinator
Award Survey to 2015 MHC
Grant Recipients (year 1)

OCTOBER

2016
APRIL

Wellness Newsletters began
to be distributed on listserv

JANUARY

2016
AUGUST

2016
CF Mental Health Coordinators
invited to join the CF-PSYCH Listserv

NOVEMBER

The Richard and Carolyn Mattingly
Award establish and presented
at NACFC; Drop Box made
universally available (resources
also made available on port CF)

2017
New tracking Log launched;
Handout published on cff.org
is CF and Mental Health:
Building Resilience a Guide
for parents and caregivers

Billing 101 document, Sustainability Resources developed
and sent to grant recipients

JANUARY

2017
FEBRUARY

2016

Sustainability Worksheet

MARCH

2017

Round 3 of the Mental Health
Coordinator Award
announced. 18 programs
were funded.

Mental Health
Coordinator Directory

Welcome packet created
and distributed

Mental Health Coordinator Mentoring Pilot program
announced; Mental Health Coordinators added to the
Criteria for Center and Program Accreditation document
as a recommended team member: Sustainability Survey
deployed (N=126)

JUNE

2018

2018

NOVEMBER

APRIL

2017

2016 MHC award recipients completed the
“Mental Health Survey, Pre-Implementation”
September 2017: CFF Award for a mental
health coordinator, Fall 2017 survey (year 2)

SEPTEMBER

JULY

2018
QI change package with Mental
Health Screening Tracking Log

2018
2018

2015 MHC grant recipients: Sustainability
Survey (N=40 of the 84 centers)

CF Sibling Support Resource
(in progress); Substance Misuse
web content (in progress)

First Mental Health RFA announced: 154 applications received
and 84 programs funded; Emotional Wellness content aimed
at helping people with CF and families understand the
importance of screening and treating depression and
anxiety as part of CF care is published on cff.org.

THE TEAM
Mental health is to be coordinated as part of holistic, specialized CF care that is
co-produced by a multi-disciplinary clinical care team and their patients and families.
Special thanks to the following contributors to the Mental Health in CF Quality
Improvement Change Package: Kim Reno, Stephanie Filigno, Paula Lomas, Amy
Mueller, Kristofer Petren, Kathryn Sabadosa, Michael Schechter, and Beth Smith.
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Do you have your own process for embedding sustained mental health care practices or ideas to help improve ours?
Email us at MentalHealth@cff.org.

